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FOREWORD 



- of the ^derly or ill,, and economic maintenance. Among the works 
reviewed are Moroney^s own research and policy analysis of fam- 
ily and State interaction in this country and in England. 

There are three particular aspects of this work which bear spe- 
cial attention for public policy purposes. The first is the author*s 
idea» emphasized several times in the monograph, that both fam- 
(ily and State have responsibility for the provision of care to de- 
pendent, feunily members. Moroney is not the first to respect both 
the fiamily's and the State's role in providing for dependent per- 
sons, but he may be the first to marshall as much evidence for 
their capabilities in doing do. 

The second aspect of this volume to be looked at thoughtfully is 
; the author's view that feunily and State should work together to 
assist dependents. If the family is assuming the primary care role,, 
it Ls deserving of help and of the kind of help it wants in the wa3rs 
is* ♦vhich it wants it. If the State is assuming the primary care 
role, it needs family input of personal and particular feelings. 
Much has been written about burnout of persons delivering in- 
tensive loi^-term care due to the time-co ns u ming , e n ti H ii Hting , 
and routine nature of such care. Families are on call 16S hours a 
week; they are not supposed to get sick, go off for a breath of 
&esh air, or think of quitting. Professional and paraprofessional 
service workers give such care 40 or 60 hours a week and are al- 
lowed sick leave, vacations, and resignations. It would seem, then, 
that both family members and service workers require support 
from each other in order to adequately support the individual in 
need. 

The third important aspect related to public policy concerns the 
^ focus on both child and elderly populations. The author makes 
.^(significant comparisons and contrasts of the needs of perr^ons at 
"each end of the life cycle. Previously, concern has ^aentered on the 
child's needs; however, the needs of the elderly, as the elderly pop- 
ulation increases, are very much in the forefiront. Looking at the 
family in terms of the human life cyde makes jMninently good 
s^ise; we are bom within a £am£Iy« and we need to retain 
throughout life some social relationships with significant others- 
... In the United States, as in most other societies investigated, sig- 
nificant others are usually femily members. Care for them and 
care firom them are critical for human gtowth and development. 
Strei^thening of these human bonds, therefore, becomes critical 
for society's future well-being. 

Mary Lystad, Ph. D. 
Associate IIMrector 

Division of Special Mental Health Programs 
National Institute of Mental Health 
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PREFACE 



and eventually translated into programs* are they based on a real- 
istic understanding of the family? 

Focusing on two types of fiBunilies, those caring: for frail elderly 
parents and those caring for severely mentally retarded children, 
it became dear that there was tittle hard evidence that health 
and welfore services were being misused or that they were under- 
mining family responsibility. In practice, those who were benefit- 
ing firom the services were mainly those dependent persons w?k> 
have no £Eunily or have none within reach. Families who decided 
to provide care for handicapped children and elderly parents ex- 
perienced considerable hardship and stress; few, if any* suiH>ortive 
services were available. I concluded that when famili es cared, so- 
ciety in general and the State in particular benefited (at least in 
terms of keeping expenditures down), but that these families were 
penalized. Little in the way of exchange or shared responsibility 
was found in existing social policies and programs. 

Thi» book, then, begins with tB&' notion of shared rosponsHnlity 
&T»d attempts to identify ways that mi^t bring abcnit a more 
equitable exchange. Gven if the analysis b^ins wMlsin this ^?ane- 
work, a great deal of attention has been given to 'fiie doLihiicistu- 
tdon of American policies and practice in terms of their overall 
^MytpK««ri« Are they structured so that the emphasis is on substitu- 
tion, or are they balanced to include the possibility of family sup- 
port? 

Still, a personal ^Inas'' has emerged over the past 5 years. This 
Mas, however, should be understood as one that identifies this anr 
alyst as an advocate for a significant part of the population — fem- 
Oies caring for handicapped members. This, I feel, is a l eg i ti ma te 
roJe of the analyst as lon^r as he or she does not also b^in as an 
advocate for some predetermined solution. Recommendations 
must flow firom analysis, rather than analysis being used to sup- 
port a particular policy. 

T TiTg work was supported by a contract finom the IHvision of 
Special M^ital Health Programs of the National Institute of Men- 
tal Health (contract No. 278-77-0016-Sft©. 

Many colleagues gave shape to the analysis with concepts, in- 
sights, and a x^bilosopl^ of social wel&re. These incdude Robert 
Morris, Gharies Sc^iotdand, and Robert Peiiman of the Florence 
Heller School, Brandeis Univer^ty; Sheila Kammerman, Hunter 
College; Alfi^ Kabn, Columl»a Unxv^rsity; Nicholas Hobbs and 
Paul Dokecki^ Center for the Study of Families and Children, 
Vanderhilt University; Shirley ^Smmerman, University of Minne- 
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Scdiorr, Catholic Un^rnm^. i^Soy oiT tfa 
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strategy of ^ie study and the final 



committed, of 



tjbeir i ciopon wihillty. 



Robert M. Morons 
Chapel Hill, North Carolina 
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acthrities — the interactions between families and social welfietre 
agencies. The inquiry begins with some bias in that it assumes 
some degree of exchange. This position can be defended on a num- 
ber of grounds. There is an exchange operating already, although 
its dimensions and emphasis are unclear. It is evident that the 
State is benefiting from the amount of social care provided by 
families. In fact, it exceeds by far the social care provided by the 
organised health and social services. It is impossible, furthermore, 
to assign a monetary value to these family ^'services," and it is 
inconceivable to speculate the costs involved iT the State were to 
increase its ^ r^"g function. For example, could the State afford 
the economic cost (leaving aside the social costs) if it were to pay 
families caring for handicapped members a sum equal to the cost 
of care in institutions or even the current rate paid to community 
care workers? 

As discussed in greater detail later, admission of pr upliini .-'i|it^o 
are severely phsrsically or mentally handicapped to institutions 
has been prevented or delayed. Many families, often with the h^p 
of friends and neighbors, have provided what c^n ciuy be de- 
scribed as a staggering amount of care at significant social, phjrsi* 
cal, and emotional costs. In this sense, the family has been a 
nugor resource for the social welfare sjrstem. There is growing evi- 
dence that in current social policies the exchange is far from 
being bilateral or equitable. Ehren though over one-half of all gov- 
ernmental public expenditures go to social welfare efforts, a per- 
centage that many feeA cannot be increased, a disproportionate 
amount of these resources is channeled to individuals without 
families or whose fomilies are unwilliz^ to assume respwasa3bSI^iy~ 
for their care. In other words, a relatively small number of indi- 
viduals are receiving a large share of the services. Families are 
beiixg penalized when they care and rewarded when they stop car- 
ing. It is not being suggested that this practice is based on explic^ 
policies. It is argued, however, that this trend has ^gmficant 
short- and long-t^rm implications that need to be ^:po6ed and ^Bs^ 
cussed. 

Although the questions introduced at the beginning of the cbeep^ 
ter may be more appropriate to a social philosopher or pcfiticai 
theorist, they are of real concern to legislators and profiessiooals 
in imxnmi services. While the langiiage of the ddbate may be dit- 
fezent, 'v^iile they are most often discussed in the specifics of ^a 
concrete ptdicy* the above questions are central. Recently, this un- 
derlying concern has taken an interesting turn. Over the past few 
yesurs, a jcuxBober of new centers have CToezged both inside and out- 
side academic settings. In one form or another, their emphasis is 
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tte «B«|y^ of the eCfoct or impact of public policiM on famiUas 
«Bd fiunily iHr^-beii^ A lew oenten are attemptintf a comprehen- 

: «hi» examiiuitioii of public policies on specific populstkm sroops. 
e^ famaifi with yoaog duldren.' Others limit their analyses to 
a set of polieies and not target ^roaps, e^ housing, emf^^^nanent, 

f tans* and income maintenanoew" Dorins this same period* a num- 
ber of academic institutions have begun to es tablish new pro- 

rr crams at the postdoctoral levari for individuals who see the fieunily 
as a wor thwh ile field for research,* All of tiiese centers receive 
coosidesable fimding from governmental or foundation sources^ 
another indication of growins interest in tiie family. It should also 

V be noted that muc^ of the s up p<gt is deve l o p mental; each is grap- 
plii« with the ]piroblem of fi^»**»»*g an appropriate methodcdogy or 
fiRsmewocIc for sn^ analysis. 

This intexest has also produced a loose coalition of individuals 
and OKsanizations drawn together under the rubric of fomily poli- 
cy, a ^~«»s*«^ that incudes re p re sen tation from both the political 
right and left. These developments are gro win g, suggesting the 
emergence of a new social movement. While these activities may 
be beneficial to fomilies, they need to be ^osely monitored. Terms 
axe usually ilKdefined and even ''fomily^ is unclear. What fomilsr? 
^dicies for all or only some? These qfuestions become critical as 
the Nation moves toward its first White House Conforaice on this 

i iasnew F^irthermmte, vdaen it Is posnble to delve bene a th the riie- 

^ toncw diSbrent thwrifi? e m e i go in terms of expectations. 

For exan^E^e* many of those concerned with the statars of 
Amencan &milieB seem to be reacting to the social upheavals of 
the past 15 years. This period produced the emergence of the CSvil 
Ke^its movement and its consequences. Initially, the poovr and 
blades organized to attack aggressively tl^e exfrtaiig social w^fore 
: sgrstem. Criticism gave way to demands and eventually to threats 
of violence. Cios^y related were the unrest and disturbance that 
occurred cm the country's college campuses. Furthermore, the 
feminist movement gafrw**^ momentum, creating new demands on 
Has: edricat t onal akyslem , the employment s ecto r^ and signific ant 
pressure on the fisunily in terms of changing r6les» functions, and 
eoqpectations. On a smaller s cal e, experiments in less traditional 
life si yl es were taking place. These included communal living ar- 

T iJmi irf* IlifiMi rr iiTriH nin Ttir r'mntrr fnr thr ''itnrtT nT rnmilirwi wnrl fTnT 

dran, Vamderfaat X Jm<mai ^> and Ccntera for TiFadmog m Chad Devtricipinent and 
Social Ftolicy at BGcjasan and Yale, fbnded 1)y ti>e Baab Fo 

* fin nrmnpir nf ttrin typrr nf rmrrrr frr ttrr Ftrrr'T <a^>.»^-.>». r^, ^ .j^m w— k- 

ii^tteo PiAiwexaiiy , and the Flerence Hdler School for Advanced Studies, Brandeis 

- r iaii u i i iiii nf tliiinr m r TTir i ti l iirtri m l rrTTQTi — ir^ "* " ' 
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rangements, cohabitation outside of marriage, and homosexual 
'^xnarriages.*^' These trends were confusing to people who did not 
understand them, and many found them unsettliz^. They were 
seen as thareatening traditional societal institutions and basic val- 
ues. It is conceivable that part of the discomfort can be attributed 
to the €act that rapid change makes the future impredictable and 
not being able to predict is viewed as a lack of control in our lives. 
Some have observed these changes and blame the "family" for 
them. In their opinion, the family has defaulted on its iresponsibil- 
ity to provide the necessary stabilizing influence on society. The 
family should, it is az^ed, guarantee continuity and orderly tran- 
sition throu^gh the transmission of appropriate values. Those who 
believe this see the necessity for family policies that will reverse 
the trends and restore the family to its earlier state. The family, 
thus, is both the cause and solution to the problem. 

Others take a different view and suggest that society as a whole 
is changing, and the family is merely adapting to these shifts. In 
moving to an industrial and then a postindustrial society, families 
have had to accommodate. The family initially lost its economic 
function to the industrial sector, leaving it with the residual func- 
tions of reproduction and the care of the socially dependent — chil- 
dren, the old, and the sick. This evolution eventually careated a 
&unily structure more suited to its needs than earlier forms which 
were likely to be characterized as more complete economic and 
political units composed of a nxunber of subfamilies whose needs 
were met through an interdependent extended kin system. The 
extended family was both unnecessary and counterproductive to a 
hi^ily mechanized labor market. The nuclear family, however, 
composed of husband, wife, and children, independent from their 
kin-related families, was viewed as the "ideal" structure for meet- 
ing the demands of geographical and occupational mobility. Over 
time, remaining functions b^an to be shared by other institu- 
tions. For example, the socialization of children was seen as a 
function that legitdmately should be shared by the educational 
system. Changes in the fjamily are, then, adaptations to external 
demands, and the mere fact that families still exist attests to its 
resiliency. Policies should be developed that strengtlien this major 
stabOizix^ influence. Despite the fact that research over the past 
20 years has seriously questioned such a conclusion, a significant 
number of people accept this interpretation. 

Although large numbers of people have been and are convinced 
that femily deterioration has occurred and that the damage miist 
be reversed, the evidence usually cited is not convincing or is at 
least subject to different interpretations. The divorce rate has in- 
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t^t of urban and rural poverty in the 19th century was stagger- 

it mx^t be argued that when most people speak of "returning 
to tlie past,^ they are primarily complaining that life today is too 
complex, and the current rate of social change is unsettling. One 
social scientist describes this as the "world we have lost syn- 
drome** (Laslett IS^S). It is inconceii^Jc>le that anyone would really 
want to give up the improved standard of living for the dresu^ 
and relatively short life the ms^rity of people endured and that, 
of course, creates a dilemma 

Families and Social Policy: The Context for 
Discussion _ 

In the best tradition of the modem Welfare State, this country 
has repeatedly expressed a commitment to meet the basic needs 
of its people.^ In this same tradition, this evolution has produced a 
series of policies, programs, and services that are often contradic- 
tory and counterproductive when assessed holistically. This does 
not mean that specific policies when taken individually were not 
of value. Rather, the specific intervention often created new 
"problems'* in other areas or operated at cross-purposes to other 
policies. More often than not, the secondary effects were neither 
intended nor anticipated. Some samples are well known, e-g., the 
disruption of family life through the Aid to Families with Depend- 
ent Children Program CAFDCD. The program, as structured, penal- 
ized twoHperent families and ^iicouraged fathers to desert. Recent- 
ly, the Senate Finance Conamittee and the House Ways and 
Means Committee discussed procedures to enforce child support 
payments, to establish paternity for dependent children, and to 
require mothers to cooperate in locating fathers. As one observer 
noted, "This requirement is not only an invasion of privacy; it 
acts to split poor families apart by pitting women against men 
within the fiamily unit" (Stack and Semmel 1974). Less known ex- 
amples are certain housing policies and current emphasis on 

« The phrase "WeifiBoe State" is used more in. an ideological t>£OBe than as a de- 
a c xip tion. of a. ^>ecigc set of policies and prc^rams that could be used to differenti- 
ate -a Welfore ^ate &om a non-Wel&re State or to locate individual societies on a 
Wel£sre State continuum. It r e f er s to the gradual evolution of most societies from 
pexfods characterized hy laxasez-feire and little or minimal governmental interven- 
tion to:per3od8 when the State acce p ts increased responsibility for meeting basic 
TiwTwoW needs. The term "sot^l welfare," as used in this context, refers to the par- 
ticular set of instrumentalities that a. particular society- develops to fulfill the 
.goals;::;' : 
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ly, Ixi £eict» selective provision is more likely to result in more 
services and higiier levels of benefits for those truly in need and 
axe not '*S7asted*' on those individuals and families who can man- 
age on their own. Finally, by introducix^ means testiz^ or other 
criteria for eligibility determination, potentially excessive demand 
or use is minimized, and the State indirectly encourages individu- 
al initiative and responsibility. This position is countered with the 
argument that a residual approach, one that basically reacts to 
crises or problems after they have occurred, is shortsighted and 
that present economies might result in tremendous future de- 
mands. Furthermore, policies and services developed from this 
stance tend to stigmatize recipients, s^r^ate them from the 
mainstream of life^, and strei^then an already fragmented service 
delivery system. 

These questions and concerns are value laden. They are pre- 
sented in normative t^rms to emphasize the idea that policy for- 
mulation cannot be equated with technical decisionmaking and 
that the process is open to disagreement. On two levels the issues 
transcend the technician or analyst and are firmly grounded in 
pc^itics. Questions of what the State should do or must do presup- 
pose some degree of consensus as to the desired nature of a specif- 
ic society including the relationships among individuals and be- 
tween individuals and formal institutions. On another level, and 
after the first two questions are resolved, analysts have a role to 
play. They can translate goals into resources and can also gener- 
ate particular courses of action to achieve those goals. Unfortu- 
nately, the criteria for choosing among alternatives are often eco- 
nomic and the implications of policies are not traced through suf- 
ficiently. 

Despite this ambivalence and disagreement, there tends to 
emerge a general cpnsensus that when policies are proposed, the 
family should be considered in all deliberations. Most, if not all, 
az^ue ihsA families should be protected and strength^ied as a 
basic social institution. For some, this position is philosophical 
and moral; for others, it is a political necessity. Reasons aside, the 
family continues to be very much a part of the social welfare de- 
bate. Even a cursory review of the past 40 years shows that social 
legislation has been promoted on the premise that it would bene- 
fit &mily life and, in so doing, benefit the country- In turn, oppo- 
nents coimter with the argument that such action, if taken, would 
weaken the family. Because little rigorous analysis accompanies 
these claims and countercharges, for the sake of argument it does 
not matt^ which group is "right" on a specific issue. N^or is it 
I>06sible to determine what the motives are of the various groups 



FAMIUES. SOCIAL SERVICES. AND SOCIAL POLICY » 

i^iijavolved, ^nce motives are at best imputed firom an individualized 
^^p^rd^P>tion i^'wiiat is '^ood.'^ Beardless, the notion that the fam- 
li^y r«wlt b<Miefit or be harmed becomes a key part of the debate. 
"^^y^^^SBC&otiy^ the incoming administration stated in a msgor cam- 
paign address tibat '^Families are Am^ica's most precious re- 
■ ^source and most important iiistitntion. Families have the most-^ 
; ^^fir»Tifi*»TrMw»p| powerful and lasting influence on our lives. The 
strength of oux^ families is the key determinant of the health and 
t-^p^I-beii^ of oar nation, of our communities and of our lives as 
;1 individuals'' (C^li£emo 1976). Following the election, welfare re- 
. foacm ^nerged as a top priority for legislative action. The ration- 
- aler presented was to tiie point, and it argued that existing w^fare 
y policies were detrimental to fiatmily life. Proposed reforms were 
necessary to restore families to positions of strength. This concern 
for restructuring the system, however, has not been unique to one 
political party, nor is it a new subject for political debate. An- 
other administration, 8 years earlier, introduced slightly di£ferent 
pacoposals with the argumoit that the welfare ^s^stem had been 
'^uocessful in breaking up homes, robbing millions of the joys of 
ct^dhobd; contributing to sq^ unrest, and undermining fisoxuly 
life in general" (A Message from the President 1969). Still another 
administration 15 years ago suggested amendments that would re- 
focus efforts on the family and family life (0£5ce memorandum on 
^'Administration Actions Necessary to Improve Our Welfare Pro- 
grams^ 1962). 

^iBctt of these criticisms generated a series of reforms that were 
to overcome the deficiencies of the public assistance programs 
that evolved from the Social Security Act of 1935. This legislation 
in turn had be^i promoted as a major breaik from the Poor iLaw 
tradition, an innovation to strengthen the quality of family life by 
jHTOviding a protective floor against the risks of income loss 
through unemploym^t, d^th of the wage earner, disability, or 
unemployment. The designers of the earlier reform saw a guaran- 
teed income as i*nffH^"g families to remain intact. The merits or 
limitations of these policies will be addressed later. They have 
been introduced here to emphasize that each measure was intro- 
duced with the explicit assumption that it would ben^t families. 

Take another example. In 1971, the Office of Child Development 
proposed that universal daycare, available for all families and not 
just the poor, was both a right and a service with the potential of 
''improvii^ the well-being of the total family'* (Department of 
Health, Education, and Welfjsure 1971). The Administration disa- 
greed, and in his veto of the proposed Comprehensive Child Devel- 
? : opment Act, the President argued that universal daycare would 
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"diminish parental authority and involvement with children.'* 
Farthermoxe, he suggested that such public provision would be 
harmful to the femily and would not "cement the family: in its 
ri^tful position as the keystone of our civilization" (Presidential 
Veto Message of the Comprehensive Child Development Act of 
1971)- Four years later, when the Child and Family Service Act of 
1975 was introduced, this country experienced a unique campaign 
to discredit it. It was charged that, if enacted, children would be 
raised in a **Soviet-style ^3^stem of communal child care*' and that 
"it would take the responsibility of parents to raise their children 
and give it to the government" (Conmiittee on Education and 
Labor 1975). And what principles did this l^islation propose? In 
the preamble it states that "The Congress finds that the family is 
the primary and most fundamental influence on children; child 
and family service programs must build upon and strengthen the 
role of the family and must be provided on a voluntary basis only 
to children whose parents or l^al guardians request such services 
with a view toward offering families the options they believe to be 
most appropriate for their particular needs" (H^ 2966, Section 2, 
94th Congress, 1st Session). 

This listing could go on with examples drawn from the areas of 
housing, mental health and mental retardation, family planning, 
^nployment and- manpower, and even various proposals for tax 
reform. legislation is defended on the principle of strengthenix^ 
family life and attacked by opponents on the assumption that it 
has harmed or will harm families. 

Families, Social Welfare, and the Current 
Debate 

Assuming that these positions are more than political rhetoric, 
it is necessary to search for their rationale and to unravel their 
implications. The femily is viewed by many as a. social institution 
under attack, one that has been weakened over the preceding dec- 
ades, -one that is in danger of annihilation. How real is this con- 
cern for families? As importantly, why the concern and what fam- 
ilies 3 being discussed? Regardless of ideological or political 
pr«ter*unce, many agree thu^ the breakdown is occurring and that 
it is in the best interest of sociely^ that the family be restored to 
its earlier position. The underlying assumption is, of course, that 
previously the family was stronger- There tends to be less agree- 
ment, however, on the causes of the perceived breakdown or on 
•ways to reverse the trend. 
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policies and develop its own. The process is incremezital, chairac* 
terxzed inore- fay mar^oosl acQtistmeixts 'than fay radical change^ Ex- 
amples are the nmneroixs income -t***^***^"**^*' food stamps^ man- 
power; and educational programs. Intervention nsuaUy takes 
place s£b&c a crisis or breakdown, whether individual or stractur- 
al. While in the earlier period of the Poor Law, services were 
made availaUe only as a last resort, forctz^ families to admit to 
patholcey or **fisunily bankruptcy," the current role of the State is 
stall seen as margixial though not as repressive or personally de- 
meaxiing. Legislation, by and large, still views social welfare as a 
system that should foe concerned with a relatively small propor- 
tion of the population, a residual group unable or unwilling to 
meet its own needs CUtmuss 1963). In general, then, the State has 
been reluctant to intervene if that intervention in any way is per- 
ceived to interfere with the &mily^s rights and resppnsilnlities for 
self-determination. ,j 

This residual approach, consistent with earlier social philos- 
ophies of laissez-faire and social Darwinism, is gradually becom- 
ing balanced with the belief that society, especially as represented 
by government, should assume more direct responsibility for as- 
g jiW-ng- that basic social and economic needs be met. However, this 
evolution, incorporating many of the earlier Poor Law policies, 
>vQ«a produced a number of uncertainties, and the borderline be- 
tween society assuming increased responsibilities through its so- 
cial welfere institutions and the family retaining appropriate 
functions has become less dear. 

For example, over 40 years ago, the Federal Crovernment estab- 
lished a program of social insurance and public assistance that 
provided retired persons a guaranteed income. Implicitly, the 
principle was established that adult childr^i were not to he held 
respon^BEe for the economic needs of their parents, a position 
that ran counter to previous policies. In practice, however, the 
principle was not totally accepted. A number of States still have 
various statutes regulating fiHal responsibility (granted, they are 
not enforced in most situations), and early drafts of current wel- 
faxe reform proposals state that adult childr^i have a duty to 
care for th^br in£urm parents.' The State has also assumed major 
responsibility for the education of children and youth. It has justi- 
fied this intervention, a policy strengthened by l^al require- 
ments, firom a human investment rationale, i.e., children are the 
adults of the fixture smd will be respcsisible for the social and eco- 

» Earlier drafts, later ameDded, required tbat the income of all relatives in a 
hauBchnld be r*»mtf^ when determiniiigr eligibility for welfare benefits of anyone 
in the boosebold. This reqtiirement would, have penalized many families because 
aged meuobers would not have been eligible for M ed ic aid or Social Security. 
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tiaL Man3r ambivalent parents were mad e to feel gvalty if they re- 
sisted institutional care, and they were led to believe that siKrh a. 
decision would not be in the best interest of the handicapped 
member in terms ox his or her physical and social well-bein^ A. 
second and equally convincing axigmnent for institutionalization 
was that in providing home care, intense strains are placed on the 
ttc tal fiatmily unit, creating problems for the other children or be- 
tween parents. However, the pendulum recently seems to have 
swung to the c^>posite side. Professionals now seem to feel that 
community care, including femrly care, is superior to institutional 
care. Furtherroorer it is eictrem^y difficult, given current prac- 
tices in the States, to institutionalize a young, severely retarded 
child. The current ^K^nlriTig- among professionals is that institu- 
tional care is not in the best interests of the child or family as a 
whole, and, as in the fifties, much pressure is brought to bear on 
parents. While there have been exceptions to these polar posi- 
tions, there has been a tendency to see solutions in either/or 
terms rather than anticipating the value of diversity. In some sit- 
uations familieft provide better care, and in others, the State 
is the more appropriate caregiver. Therefore, there should be a 
range of policies, and specific policies may have multiple pur- 

Policies may then be located on a continuum whose end points 
are extreme forms of substitution (the State becoming the family 
for the individual) and total lack of State involvement in family 
life. The needs of families and individuals vary in time and over 
time and ideally the State would respond to those variations with 
policies that support families when they need support and substi- 
tute for families when they are incapable of meeting the needs of 
their members. Even this postulation is incomplete, since it sug- 
gests a progression from no services to supportive services to sub- 
stitute services, the last only when the family breaks down. In 
many cases, a family may need some other social institution to 
temporarily assume the total r^r^^ig function for a child or a frail 
elderly parent but would reassume primary responsibility after 
the crisis has been dealt with. From this point of view, both func- 
tions (support and substitution) are necessary, and neither can be 
offered as more important nor desirable than the other. 

If these premises are accepted (they are dealt with at greater 
length in the monograph), it becomes critical for the literature to 
be drawn from the social and behavioral sciences and for the pro- 
fessional field to be examined and synthe^zed within a frame- 
work where the £eucnily is identified as a social service interacting 
with jjother social institutions. The overriding question guiding 
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What tends to ^stinguish this finom tradxticHial Tesearcdi is the 
-WHY tifee questions are formed and the specific purposes of the 
analysis. The policsr qoestions raised in the preoeding section deal- 
ing with desixali^e, ^fective» and fea^ble division of responsibility 
between femrlies and other instl Uiti ons are different firom a more 
standard research question that sets out to determine the rela' 
tkmships betwe^ variables, e-g., the effects of maternal employ- 
ment on child development. The former hopes to produce some- 
thing that legislators or administrators can easily translate into 
acticm^ while the latter provides a better understanding of certain 
relationships. Policy ana^^sis r^es heavily on researdh» while re- 
searcb can stand by^^jtself; although Bronfenbrenner (1974) has 
suggested that social science relies on social policy for vitality and 
validity. A further distinction is that policy analysis, to be usefcd, 
must be responsive to the needs of policymakers who are often 
under considerable time pressures. The researcher who informs a 
decisionmaker that the specific information needed is not availa- 
ble and cannot be had for 1 or ^ years or more soon loses his or 
her audienf^ While the best possible information may not exist, 
there is value in reexamining what is available and drawing firom it 
reasonable policy responses. The argument used is that the infor- 
mation can provide some direction, transcending intuition. 

This monograph attempts such analysis and is based on a re- 
view and synthesis of m£Qor research coverii^ the last 10 years of 
HoqlTTig with the fjaizmly as a socdal service. Given that the family 
is accepted as an appropriate focus for academic disciplines such 
as philosophy, sociology* anthropology, political science, econom- 
ics, and history, as well as the professional fields of medicine, so- 
cial work, p6ychol<^y, law, and education, the search was consid- 
erable. The inji-ial phase of the study attempted to identify and 
pull together indicators associated with the caring function. In 
general, they dealt with fatmily structure and family types. Specif- 
ic indicators include family size, mobility, female participation in 
the labor force, dependency ratios, emerging new forms of fami- 
lies, the prevalence of three and four generational families, and 
indicators of fiamily disorganization. While these indicators are de- 
scriptive:, implications of trends are drawn out as they relate to 
the femily^s capacity to function as a social service- 
Studies of the attitudes and values people hold about various 
caring functions were then reviewed- Policy formulation is de- 
pendent on general attitudes and beliefs. If consensus seems to 
exist, the process is facilitated; if not, the policymakers must de- 
termine whether there is a need for education and information 
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testing, and the end product is a discussion of what may be done, 
given what is already known- ^ 

Chapter 2 explores the concept of the family as a primary social 
service. It covers approaches to defining families and the chang- 
ing nature of the family over time. Chapter 3 provides descriptive 
Tnp*^»-?«»l of two at-risk groups, their characteristics and needs. 
Chapter 4 builds on the preceding chapter and discusses the more 
general issues of social welfare. Le., financing patterns and prob- 
lems in organizing and delivering supportive services. The ques- 
tion of professional response to families is dealt with in chapter 5, 
and the final chapter reexamines the initial policy questions. Im- 
plications for policy and research are also identified. 
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cators. such as increased geographic mobility and working moth- 
ers, are seen as contributing to these developments. Weak family 
units, then, come to be defined as those on pubUc welfare; those 
in which parents abuse their children or each other; those in 
which there is a single parent — the **broken family"; those lack- 
ing in nurturance, etc These approaches offer definitions or de- 
scriptions that are based on some concept of pathology or devir 
ance. With this underlying assumption, it is easier to understand 
why so many existing or proposed policies are concerned witti res- 
toration — rehabilitation through treatment and cure. This ap- 
proach, however, raises some serious questions. Are these appro- 
priate indicators on which to base pubUc poHpy? Possibly not. 
Bane (1978) questions whether divorce and the work status of 
women are problems. **The assumption behind this categorization 
(Le., nonproblems) is that the ways in which men and women 
choose to many, split; have children or work, are not in them- 
selves problems. There are, of course, circumstances under which 
their choices cause problems for others, particularly for children." 
Furthermore, the relevance of the indicators aside, how are they 
to be used? Indicators are merely descriptions. They do not, nor 
can they, explain why the conditions exist nor suggest what 
should be done. Within the pathological model, these indicators 
are used to justify policies that attempt to rehabiUtate or reshape 
those families with these characteristics — ^to make them more like 
''nonweak femiUes." It is implied that they are the cause of their 
own problems, that they are failures. Such a view deemphasizes 
the need to examine systems external to the family and to devel- 
op policies and services that either reverse or minimize their im- 
pact on these family imits. 

Even with these caveats, what useful information do these defi- 
nitions offer in attempting to describe strong famiUes? It is not 
too helpful to be told that strong families are those t^sOTe inde- 
pendent, self-reliant, and capable of meeting the xiOW their 
members. There are no £amilies that can completely meet these 
criteria. While most fBunilies are not receiving public as sis ta n ce, 
many are benefiting fix>m various tax and hrusing policies. Few 
fomilies are independent to the point where they have the re- 
sources to educate their children within the family imit. Virtually 
all rely on the education system, whether private or public While 
reliance may be an oversimplification, strong or weak fami- 
lies are more likely than not to be end points on a continuum, 
and each individual, or for that matter, each society, perceives a 
desirable point above which independence is good and dependence 
unacceptable. That point not only shifts over time, but the contSn- 
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lignum itself is really a set of continua, and strength is defined dif- 
Ifjfereiitly , on ea ch , e^., physical care, education, and economic 
llpinaintenance. 

f^ ' ^While all would agree that spouses should respect and support 
i^sjMch otiiex^ there is less agreement as to the balance ^between the 
:P|£dientxty of each individual -as an individual and the individual as 
li& member of a group. There are tradeofiEs involved, and few guide- 
^Imes are available. Furthermore, all would agree that children 
iJlsfaoald grow up in a caring environment where thoir social, physi- 
lljoBl, and emotional needs are met, but few agree as to the specifics 
l-}r^sacti an environment. When "solutions" are offered, they often 

in some cases, impracticaL They range from rec- 
;^r <ommendations that the Welfare State be gradually dismantled to 
|Csaggestions that working mothers resume on a full-time basis the 
f~ more ''crucial^' functions of childrearing. Although simplistic in 
fi^^^k^r smalys^ of causation, the recommendations appeal to large 
|:;xiu]nbers <^ people who seem to need uncomplicated statements of 
problems ^^ e and what can be done about ii>i«*Tn And yet, 
^ :bot& of these poira^ solutions have litti.e basis in fact. Retrench- 
i;;|ment in social wdfiaore assumes that intervention has become a 
|;i<d&inceziLtive. Families no longer are willing to provide social care 
^ilHxt can be forced to become more responsible. In the words of Sir 
ijliKeatlL a leading British Conservative and former 

i^Mmister of Stealth and Social Services, "when you take responsi- 
i^llbilily away finom^peop make them irresponsible." Carried to 

^|l^^extremev this position argues that the State should be guided 
ipiy jiirinc^iles of Social Darwinism as evolved in the 19th century. 
t^Ehe problem with this solution is that giTTnilj>T> analyses suggesting 
j^f^tlMtt fernflies had deteriorated can be found in the 19th and 18th 
r^centuzies, long before the emergence of the modem Welfare State 
^:^OM<»ron£y 197^ The argument for returning mothers to their paj> 
'fintfng/homemaking roles is equally spurious. The same problems 
;^vQf concern today existed before women entered the labor force in 
{.^p^eat numbers. Furthermore, most mothers work because they 
r Jsave to, and if policies were developed to reverse current trends 
without changes in economic and welfare policies, the quality of 
i &mrly life would be seriously altered. 

] -J It is understandable that definitional issues are set aside and 

^ the' debate confined to the abstract. Each American has a defini- 
tion for the terms "^familjr^^ or "strong families." Unlike other 

laizeas of policy development, most of which demand some techni- 
cal knowledge each individual, professional or not, considers him- 
self or herself an expert because everyone has or at least has had 

:^;fixmi]3r. Those who feel that their own es^>eriences were good de- 
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fine strong famiUes in terms reflecting their own. Even those with 
negative experiences tend to idealize the type of family they 
would like to have had. 

For all of these reasons, the public debate is often nothing more 
than rhetoric that produces lofty idealized statements and slo- 
gans. As long as the term "familsr" remains vague, disagreement 
is minimized. A move beyond this level of abstraction proves dis- 
quieting for many. The apparent consensus evaporates, especiaUy 
if specific objectives are debated. In one way or another, the con- 
cept of fomily and the notion of developing policies to affect fam- 
ily life inevitably raise fundamental questions about the nature 
and form of society in general, including an evaluation of what it 
is and what it might be. 



American Families: Concepts and Approaches 

Families have been examined in a variety of ways from a num- 
ber of different disciplines, including demography, sociology, an- 
thropology, pj^chology and socdal p^chology, history, and eco- 
nomics. HiU and Hansen (1960) in an early review arti^e identi- 
fied at least five msyor conceptual approaches, each generating its 
own set of definitions. The interacHonal approach viewed the fam- 
ily as a "unit of interacting persons, eaxAk occupying a poMtion(s) 
within the family to which a number of roles are assigned." With- 
in this fi»mework, the femUy is defined as a relatively closed 
unit, and emphasis is on internal r^tionships- Primary attention 
is given to role analysis, problems of status and conflict, processes 
of commimication, problemsolving, and decisio nmaking . The 
structure-function approach, on the other hand, sees the family as 
a social system, one of many components in the complete social 
system. Within this framework, attention is given to "the interac- 
tion of the individual femily member with other individuals and 
subsystems in the family and with the full family system; the in- 
terplay of subsystems with other subsystems and with the full 
family system; and the transactions of the femily with outside 
agencies and other systems in society and with society itself.'* The 
situixtioncU approach views the femily as a social situation for be- 
havior and focuses on the individual's behavior in response to the 
situation. "The femily. then, is seen as a unit of stimuli acting to- 
ward a focal point (e.g., child)." Within the institutional approach, 
the femily is defined as a social imit in which individual and cul- 
toial values are of msgor concern. "CJontinuity is assured for the 
individnai's values and learned needs are transmitted firom gMi- 
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useful for other areas of research related to the family; th^ 
were not intended to be. 

First, the unit of analysis is the dwelling unit and the house- 
h<dd IxvinfiT in it. As Bane (1978) argues^ "the Census Bureau defi- 
nition of femily does not encompass the relationships of people 
who do not live together but who may think of themselves as 
members of the same femily, maintitining emotional, social and 
often f ir«i-"<^«i bonds across households. Nor does it encompass 
unrelated people wno live together and who think of their house- 
hold as a femily." As structured, the census definition is not aible 
to arrive at the prevalence of three and four generation families. 
Furthermore, by focusing on dwelling units, the census data have 
been used by some researchers to show that the nuclear coz^ugal 
family is the dominant form in this society. As Glick warned over 
20 years ago, "the status of the family changes in so many le- 
spects from its inception to its dissolution that it is largely an ab- 
straction to speak of the average femily* in the United States as 
of one point in time" (GUck 1957; Norton 1974; Glick 1976). Yet 
this is done repeatedly by those who rely heavily on census data 
since these are collected in a cross^ectional survey and cazmot 
deal directly with family formation, expansion, and dissolution. 
The feult is not with the Census Bureau, but with the research- 
ers. While the concept of life stages is dealt with later, it is worth 
stressing that census data do demonstrate the dominance of nu- 
clear households but in no way support the position that the nu- 
clear family is the dominant form today. 

The issue of nuclear versus some form of extended family form 
needs examination at two levels. The first questions the appropri- 
ateness of fit between family form and those institutions that 
have evolved in the industrial era as well as those emerging in 
what has been termed the postindustrial period. This is the ques- 
tion of adaptation and tends to assume that one form is superior 
to others. The second issue, less valuative in its beginning point, 
is concerned with empirical reality. Is there a dominant form or a 
variety of forms including, but not limited to, nuclear and ex- 
tended? Depending on the evidence, what are the implications for 
public policy? This position tends to be more neutral than the 
first in that it does not fevor one form over another, nor does it 
search for policies that directly or indirectly attempt to shape 
femily form- To do so, to work toward a form of "idealized femily 
type," is a form of social engineering that is both presumptuous 
and dangerous. To see public policy moving in this direction is to 
accept the notion that families basically exist to meet the needs of 
other sooal institutions, that they are means or instruments to 
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expectant mothers, mothers without husbands, the unemployed, 
and so on. Services are provided to individuals on the implicit as- 
sumption that if an individual family member is provided with a 
service, the entire family will benefit. While these services do 
a£Fect fSBusulies, the nature of the impact is unknown, since the as- 
sumption has not really been tested. 



The Case for the Nuclear Family 

Social scientists interested in the family have tended to operate 
on the assumption that societies (at least in theory) have orga- 
nized their kinship ^^stems, along either coz^ugal or consanguinal 
lines (Linton 1936; Parsons 1943). From this starting position, it 
was suggested that these patterns are associated with existing 
economic systems in which a stable agrarian economy was charac- 
terized as consanguinal and the more industrial as conjugal (Mur- 
dock 1949; Nimkoff and Middleton I960; Osmond 1969). Further- 
more, the industrial society was likely to emphasize a nucleated 
system with fieunily units consisting of husband, wife, and off- 
spring independent from other kin, while nonindustrial societies 
fovored the extended family in which the conjugal units were in- 
tegrated into a set of kinship ties (Kerckhoff 1972). Finally, those 
who accept this position imply that the history of the feroily 
should be seen as the gradual decline of the large patriarchal 
family and the rise of the nuclear ^Eunily through a natural evolu- 
tionary process (Parsons and Bales 1965; Burgess and Locke 1945; 
O^bum and Nimkoff 1955). According to this interpretation, this 
smaUer, more independent fismoily unit, is ideally adapted to the 
requirements of industrial society even though a number of more 
traditional family functions have been transferred to other social 
institutions in whole or in part. 

For some social scientists, the fiamily no longer is a fully self- 
sustaining social unit and has had to relinquish its economic (or 
at least has shifted from a production to a consumption unit), edu- 
cational, and protective functions, leaving it with the responsibil- 
ities of socialization and emotional support of its members (Og- 
bum 1933; Nimkoff 1965)- For others, however, even these re- 
maining functions are no longer the sole responsibility of the faam- 
ily but have been taken over gradually by the health care system, 
formal education institutions, organized religion, and, in terms of 
recreation, the commercial sector (Hauser 1976). 

Primary or shared responsibility aside, proponents of this evolu- 
tionary view stress the appropriateness and capability of certain 
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ftaikctions still under the control of the family. Socialization of 
^liMren without doubt emerges as the nu^or family fianction. So- 
ctaHwiHoo is defined as "the process by which persons acquire the 
knowledge, skills* and dispositions that make them more or less 
Ale members of their socie^' (Brim 1968). "The ftmction of so- 
cialization Is to transform ^e human raw material of society into 
good working members; the content can be considered analytically 
ta indnde an understanding of the sociie:^s status structure and 
the role prescriptions and behavior associated wi'*-h the different 
positions in this structure" (Brim 1968). He and others argue that 
while tiie literature tends to emphasize the socialization of the 
child, socialization continues throughout the life cycle as adults 
take on new roles (Cogswell 1968, Sewell 1963). Lasch, in a review 
of the literature, states: 



As the chief agency of "socialization," the family reproduces 
cultural patterns in the individual. It not only imparts ethical 
norms, i»noviding the child with his first instruction in the 
prevailing soriaT roles, it inrofoundly shapes his character, in 
ways of which he is not even aware. Hie iHEunily instills modes 
of thotight that become habituaL Because of its enormous 
emotional influence it colors £dl of a child's subsequent 
behavior ... If reproducing culture were simply a matter of 
formal instruction and discipline, it could be l^t to the 
schools. But it also requires that culture be embedded in per- 
sonality. Socialization makes the individual want to do what 
he has to do; and the family is the agency to which society 
entrusts this complex and delicate task (Lasch 1975). 

Socialization then, Ix^nning in rfiildhood and continuing 
throughout adult life, is concerned with knowledge, ability, moti- 
vation of individuals, and the transmission of norms and values 
across generations. IPurthermore, in the view of many social and 
behavioral scientists, this process is bes. carried out in the nucle- 
ar fomily (Parsons 1968; Weinstein and Piatt 1977; Burgess and 
Lodce 1949. 

A second functi<»i still retained by the fisunily is the provision of 
social and p63rchological support (Parsons and Bales 1955; Berger 
and Kellner 1970). The modem family, in losing some of the earli- 
er functions, has emerged as an agency specializing in emotional 
services for its members. It provides adults with an escape from 
the competitive pressures of the market while at the same time 
equips the young with the necessary resources to master those 
pressures. It is within the nuclear, cox^jugal unit that intimate 
and meaningful rdationships are possible and that alienation can 
be countered (Carroll 1973). 
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A third ftinction is that of providias a stabilizing environment* 
one that benefits individual members as well as society as a whole 
(Mercer 1967). Segre (1975)» moreover, argues that the nude^ 
family is ideally suited fbr this, while only the "less privileged" 
need an extended &mily for survival. Hauser (1976), building on 
Parsons* notion of social systems, hsrpothesizes that "the more 
rapid the rate of change, the greater becomes the probability that 
sectors of the social order will be characterized by anachronistic 
relationships and dissonance whi^ may be represented in the at- 
titudes, values, and b^iavior of the individuaL'* According to this 
view, the reorganization of the individual, the family, and the so- 
cial order is preceded by fomily disorganization (Sorokin 1941). 
Hauser concludes that the nuclear family, unlike the extended 
family, can best move with these changes. While not agreeing 
that the nuclear fSeunily is superior, Vincent (1967) discusses the 
adaptive function of modem fiEunilies. Given the pervasive 
changes noted above, he suggests that society needs a family sys- 
tem that is hi^^y adaptive to the demands of other social institu- 
tions as w^ as to the needs of its own members. The fiamily fa- 
cilitates social cdiange by adapting its structure and functions to 
these external dianges. 

A xaajor reascm is that the family's strategic sooalizatimi 
function, that of preparing its members for adult role^ m the 
larger society, is inseparable firom its mediation function, 
whereby the changing requirements (demands, goal^ of that 
society and its other social institutions are translated and 
corporated into the ongoing socialization of all members of 
the femily, both children and adults. 

Social raentists who agree with the thesis that the family has 
gradually evolved to a nuclear form see this transfer of functions 
as desirable. The extended family retarded industrialization by 
discouraging individual initiative. Because this new form is more 
adaptive, more stable, and iEK>re mobile than the traditional fam- 
ily, greater advances in economic growth are possible. Moreover, 
the coiuugal family encourages more intimate and supportive re- 
lationships for its individual members. Finally, hy transferring or 
s h^i-iTtg functions with other social institutions, the family is able 
to concentrate its efforts in the critical areas of socialization and 
emotional support. 
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RoMnhetm (1966) agroes when examining the Americen experi- 
enoe. Where there were three generational families in the la^ 
centiaiy» the living conditions for most of the elderly wwe «ib- 
standard. Care was provided but probahly not freely and often 
without afifeeticm. Gv/m the lack of alternatives under the Poor 
Law, care for the handicapped was often perceived as something 
that had to be done. Conceivably, the early developments of the 
modem Welfare State had a positive effect on the family, and. 
contrary to the arguments of some social scientists, they acti^lly 
strengthened famUy life. In removing the economic strain and 
ta M<«F>ii«g an income-maintenance floor, fomUy members were for 
the first time capable of providing other forms of social support. 

Why then this widespread acceptance of the theoretical behef 
that the nuclear femily not only had emerged as the donuoant 
family form, but also that it was superior to earUer forms? There 
are at least three possible explanations, each of which offers pai^ 
tial answers. Earlier it was suggested that, because of the maimer 
in which the Census Bureau collects data, some social scientists 
bave equated the nuclear household with the ascendency of the 
nuidear family. However, to equate faimilies with hous^olds 
spurious. Further, Sussman (1965a) suggests that many of the ear- 
lier sociolcgtsts viewed the world in dichotomies. Families were 
characterized as either extended or nuclear units, and theori^ 
were developed the prevalence of three-generational fami- 

lies was low. Lasch (1975) goes even further and argues that many 
of these sociologists posited the dominance <^ the nuclear £amily 
because it fit their theoretical perspective. In the sociologist'sview 
of evolving society, the extended fiamily was conceptuaUy di^c- 
tionaL Its emphasis on cross^ecticmal analysis ignores fltudity, 
aianges, and transitions as individuals move through a varwty of 
feunily patterns. Most fiBonilies go through extended and nuclear 
phases, a fact that is hidden when social scientists rely exdiMively 
on periodic crosfreectional samples. Family types are coul used with 
phases in the developmental t^yde of a single family organization. 
As Click (1957) has pointed out, families go through a series of 
characteristic stages between formation and dissolution. He identi- 
fies six sudi stages: marriage, establishment of households, bearing 
and rearing rfiildren, marriage of childrraa, later years y^thout 
children, and dissolution through death. These stages have led bim 
to CMMdude that the average femily as of one point m tune » an 
abstraction. Those who argue for the dominance qf.^ 
^onily do so because it makes theoretical sMise, ^xridle those 
argue the existence of the extended family are more empincaUy 
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Thm argttiiMnt that thm <iotnffiant form of temily structuro is 
not tffeo nocl— r fikmily* bat a modifiod oxtoodod fomily, is bsssd 
on * maalMr of liMts: ^lo oxi s t s n os of thitis gsasi atiotml fkmilios, 
tbs simoimt of v o rtlcs i sad hor i so nt s i commimicstion bst w ssn 
family snbnnits» and the oxtsiit to which fiunHy msmbsrs dSur mm- 
siitSTiips to sarh otbsr» Whila it is dl£Bcttlt to draw conciusioos 
about tias <|Qali^ of th aas in t SA ac ti ops &om qoantitativa data, in- 
tsractioift is a nscsssaiy oonditioB for ooMtional doaenoss and sup- 
port. S i i s imsn (1965aK shnmf 15 ysars ago» azsoad: 

Tlie tt isors t i ca l p os lti o fi BMunnid ... is that thm exists in 
m ods m urban industrial so cisti ss . . . an extended kin fiunily 
smtem, hii^ly integrated within a netwock of social rolation- 
wups and mutual a—irtance, that operates alow bi-lateral 
Idn lines and v e ttka l^y over seversl generations. The validi^ 
of tiiis pos it ion is established by the socumulation of empiri- 
cal evidence on the etmcture and fhnrtioning of urban kin 
n e twork s . . . {e v ide n ce) so convincing that we find it unnec- 
essary to continue further dss cii p tiv st woric in order to estab- 
lidi. . . (its) existence. 

WfaBe Sussman r eported on urban areas, RosoicrBia et al. 
<1968> found the same supportive network in rural areas. Howev- 
er, in spite of Sussman's position that it is mmecenBSiy to docu- 
ment this Ibrtfaer* the evidence is not an integral part of our poli- 
cy development. The evidence riiows not only that famlties of all 
social clwMWt tended to function in extended kin ne tworks , but 
that the siq>port included physical care, financial support, assist- 
ance in household tasks, and counseling. Furthermore, the sup- 
port was not ccMifined to adult children supporting th^r aged par- 
ents. Rather, it took the form of a bilatend exchange across gen- 
erational lines OLowenthal and Bdnnson 1976; Sussman ld65o). 
AHliHTTg** it mis^t be argued that these data are old and the stud- 
ies preceded the social ufrtieavals of the late 1960's and early 
1970's, two recent surveys suggest that the same patterns are oper- 
atting. Cantor (19756) reports that two out of three inner-city el- 
derly have at least one living cfaikL The msoority of children live 
vdatively near their parents, and the two generatkms have fine- 
<|uent fiace-to-faoe and telephooe contact with each other. They see 
half their children at least once a week and two-thirds at least 
monthly. IntergeneratioQal support includes assistance in carry- 
ing out c ho re s of daily living; giving advice; intervening in a cri- 
sis, prinripft Hy at times of ftlnesw; and giving of gifts and moneys 
BemaxkaUy, this survey was carried out in New York City, and 
the findingB reflect the experiences of elderly from all social 
dnmrrr and ethnic gronps. The second piece of evidence is ofifered 
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fay TT ftrr^f et aL (1975) and is reported in his national survey of 
the elderly (table 1). 

Table 1— Amount of Contact by Elderly With Children 
and Grandchildren (Percentages) 




Grand- 
children 



Within last day or so. ind. living with 

Last wefBk . 

A;rnonth ago 

2-3 nrioiriths ago — . 

Longer... . — 

Not sure 

Total- 



45 
28 
10 
5 
11 

100 



Source: Adapted from Harris. L. and Associates. TTie Myth and 
Reantydf Aging in America. Washington. D.C.: National Council on the 
Aging.. April 1375, p. 73. 

Over half of the elderly saw their children within the last day 
and sli^tly over ei^t in ten within the last week. An extremely 
gmall percentage can be said to be isolated from their children. 
The reality of intergenerational contact is farther strengthened if 
grandpar^itrgzandchildr^i interaction is included. Moreover, the 
patterns of support and exchange continue to be bilateral. More 
than €our in five elderly persons help their children or grandchil- 
dren in tim^ of illness; three in four care for their grandchildren; 
and more than half offer financial assistance. While the survey 
does not report on the amount of help given, nor the frequency, it 
does^ show iiie presence of an extended-kin network. Given that 
the tTpe oif interaction is simiUur to that reported earlier (in these 
-sto^eg4heTlnteu ai t y is reported on), it is reasonable to suppose 
that the 'amou^ and frecpiency are significant (Shanas et aL 
1968^ (Seet table 20 

t T*-^ to this point has focused on interg^aerational 

xxKinmunicatibn. Harris and his associates (1975) also report the 
eadarat; of hori^ Forty-four percent of the elderly 

i wiiit Irvir^^^^ b see at least one of them weekly, 

^ while te^^^ 1^ 64 years of age see one 

oC^ieir'Siblings we^ly. 
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the house. 
I. nieces, and nephews 



inic^^hofne:. 



no 


Do 
not 


Not 

cable 


90 


8 


2 


68 


19 


13 


54 


28 


18 


45 


44 


11 


39 


52 


9 


34 


54 


12 


26 


60 


14 


16 


64 


20 



^Source: vAdapted from Harris. 1— and Associates. The Myth and 
'ReeiBfy^^xrf A^iff O.C.: National Council on 

•tilieiAging; April 1975. p. 74. 



'^sSoBi sta^^ liave led. a growing ▼lumber of social scien- 

:ji^tiEetite tb^ that the isolated nuclear fisanily rather than the es> 

"r/tezidEec^ the rarity. Most people are housed in nuclear 

live in extended networks. Litwak (196^ 

^ htats pbaacluded that: 

In terms of the problem of -nrtn-gj-mTO-rtg available resources, 
the author would hypothesize that the modified extended 
family would be a more efficient unit than the nuclear fam- 
ily — an *:KTVigg being equal. This results because the modified 
eTrtended femily, con&onted with a problem, has a greater 
pool of resources to draw cm than the nuclear family. 

^IThe axgnment, of course can be eictended beyond the benefits 
>derived by individuals. £*arlier it was pointed out that most social 
; .policies are oriented to individuals and not to families. Further- 
T^mbane^ the family, invariably it de- 

^Msiie^^S^ as nuclear. To shift policy developm^t so that 

' the modified extended family is explicitly included would require 
t;;ia iimjbr reorientation and tremendous creativity but would bene^ 
7;fi^^ t^ long run. If successful, such a reorientation 

;1 covidd resid^^ in policies that set out to maximize available re- 
the natural resources of the family, and the resources of 
i:^tlie:JX>cial we]£ecre system. Suc±l an approacb begins with a search 
flfbr ways'^/^ families by complementing what they are al- 
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vea^dy doing — ^intervenmg directly and indirectly, but not interfer- 
ing. To identify possible strat^ies, it is necessary to review tbe 
characteristics of families and the external stresses they are expe- 
riencing. It is one thing to define the family as a social service, a 
primary car^iver to dependent members; it is another to ignore 
the real issue of capacity to function in this area. 



Characteri^ics of American Families 

Families today differ significantly from those of the 19th cen- 
tury, and a number of these differences potentially affect a fam- 
ily's capability and willingness to provide effective social care for 
their dependent members — ^to function as a viable social service. 
This section examines some of the more critical changes. Given a 
concern for families caring for dependent members and specifical- 
ly handicapped children and aged, the analysis does not attempt 
to review all changes related to families, but fociises on a limited 
number, e.g., family size, women and employment, and marital 
status. 

Perhaps the most notable change is the size of the family (table 
3). Toward the end of the 18th century, the average household size 
was almost six persons, and over one in three households had 
seven or more persons. By the end of the Idth century, the aver- 
age household size decreased to under five members accompanied 
by sizable increases in two- and three-person households. Today, 
average household size is less than three (a reduction of 49 per- 
cent since 1790 and 40 percent since 1890). Fifty percent of all 
households are now one- and two-person xmits, while only one in 
six are households with five or more members compared to one in 
two 100 years ago. These data are, however, on households and 
not on families. As mentioned earlier, the Census Bureau, changed 
the definition of a household and a family, making long-term 
trends in faxnily composition difficult if not impossible. These 
laxger households of the past included servants and boarders as 
well as related members. 

The information on family size, although of shorter duration, 
shows siioilar trends (table 4). Forty-five years ago, one in three 
families had five or more persons, compared to one in five in 1975. 
A significant shift was in the percentage of two-person families. 
Fven thou^ women were marrying younger in each su«:essive 
generation since the turn of the century and theoretically they 
were likely to have more children, the birth rate dropped signifi- 
cantly. Although the birth rate did swing upward between 1950- 
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P). 



;Meaii 



■l M i<M»M M tiitMi 



1790 


1890 


1900 


1940 


1950 


1960 


1970 


1975 


300 




10,100 


Oyl QCC 


ylO OOfi 

42,820 


CO 7ftn 

52,799 


63,401 


74 40A 

71,120 


0./ 


Oft 
J.0 


0.1 


77 

I.I 




10.1 


17.1 


19.6 


1,0 


100 


10.1) 


Oil Q 

24.0 


00 i 

28.1 


27.8 


28.9 


AA t 

30.6 


117 

n,/ 


i<i7 
ID./ 


17C 


22.4 


00 0 

22.8 


HO A 

18.9 


H70 

17.3 


47 it 

17.4 


10.0 


10.0 


IfiQ 

io.y 


101 

10.1 


18.4 


17.0 


15.8 


4C C 

15.6 


100 


1C1 
1D.1 


1>l 0 


11 c 


10.4 


11.0 


HAO 

10.3 


9.0 


132 


11.6 


10.9 


6.8 


5.3 


5.7 


5.6 


■ 4.3 


35;9 


23.0 


AA A 

20.3 


8.7 


5.7 


5.4 


5.0 


3i 


100.0 


100.0 


10O.0 


100.0 


100.0 


100.0 


100.0 


100.0 


5.74 


4.83 


4.60 


167 


339 


3.30 


3.15 


2.90 



s 

r 

t 




'. Washington D.C: Supt of Docs., U.S. Govt Print Off, 1976. p. 3. 
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Table 4— Ntmiber of Families and Percent Distribution 

■ by Size 



AU F^amOies (000)~. 
^ persons^ 

3 persons. 

4 persons. 

5 persons. 



6 persons. 

7 or more persons. 



Mean 



i930 


1940 


1950 


1975 




32.166 


39.303 


55,712 




29 3 


32.8 


37.4 


22.5 


24.2 


25.2 


21.8 


18.8 


19.3 






12.8 


11.7 


11.1 


11.3 


8-1 


6.8 


5.6 


5.4 


11.7 


8.7 


5.5 


4.4 


100.0 


100.0 


100.0 


100.0 


4.04 


3.76 


3.54 


3.42 



Source: Gfick. Americxtn Famous. New York: Wney, 1957. p. 30. 

Source: U.S. Bureau of the Census. Current Ptypulstion Reports. 
Series P-20. No. 291. Household Brxi Family Characteristics, March 
1973. Washington, D.C.: Supt. of Docs.. U.S. Govt. Print. Off., 1 976. p. 7. 



1960» it lias beguxL to drop «g*»^" in the 1970s. Tlie average ziuiziber 
of dhildren per femflly 75 years ago was 2.9, and today it has 
dropped Co 2J2 (Olick 195D. (See table 5.) This trend in fertility 
and its effect on fisanily str uctu re has had a ^gmficant impact on 
family life. ^ Hie middle of the last century^ the average mother 
was stQl bearing children well into her thirties; by 1900, she had 
completed her r^r^^M^f^-rm^ Amctions at 33, and by 1970, at 29 
years of age. Unlike her predecessor, the present-day mother is 
likely to hav^ completed her r^ytKlAr^^x-m^ function in her forties. 
It is interesting to note that the birth rate per 1,000 women aged 
S5^-39 in 1920 was 86, and by 1975 it had dropped to 19.4. For ages 
4<Kt44;: the birth rate ^^^^^ 1,000 women was 35 in this earlier peri- 
V tJd ^md^ Bureau of the Census 1960; UJS. Bureaiu 

: \ ^ for these changes is that as a society becomes 

; \ some form of Social Security or so- 

: mi\ irtCTT^ this^ many parents, however erro- 

• ^ age, and 

i l^itiieoigMsater tiie nuiibber of children, : the jgreater the insurance 
■iJCSh3»»tamd^^ 1^ coUective^ Social Security me<diaziisms 

■ pr ^»il^rfJ^ ? Tvfted for large families diminished. Related to this 
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: ^^waS' the dramatic reduction in in^Buit mortality rates. Over the 
past 50 years, this rate has dropped from 86 to 16 per 1,000 Hve 
-iixrtias^ (See table 5.) While data for the nineteenth century are 
•^isibetchy, lOO years ago (1870-1874) in Massachusetts, the infant 
mortality rate was as hig^ as 170 per 1,000 births (U.S. Bureau of 
; the Census 1957). One can only speculate what the rates were in 
l the^x>nti^"States. The norm was to have a large family on the 
V assumption that only a few would survive. Another reason was 
,the z^navailability and/or nonreliabil ity of fertility control meth- 
ods. The final factor is related to changing expectations and roles 
of women over the past 50 years. In the past, women had few op- 
portunities for careers outside the home. Furthermore, prior to 
Worid War II, mothers were under heavy societal pressure not to 
work. S^nce then, not only has this sanction disappeared, but 
womeoi have been encouraged for ecx>nomic reasons to limit the 
size of their families. Lar:ge fejnilies are now viewed as a barrier 
to social mobility and to a high standard of living- 
Table 5 — Birth, Infant Mortality, and Maternal Mortality 

Rates, 1840-1976 



Year 


Birth 
rates 


Infant 
mortality 
rates 


Maternal 
mortality 




51.8 








39.8 








32.3 








27.7 


85.8 


79.9 


1940 


19.4 


47.0 


37.6 




23.7 


26.0 


3.7 


1970..- 


18.4 


2O.0 


2.1 


1976 


14.7 


16.1 


1-3 









Notes: Birth rates are per 1,000 population; infant mortality rates 
are per 1.000 live births; matemal mortality rates are per 10,000 live 
births. 

Sources: Adapted from U.S. Bureau of the Census. Historic^ 
Staiistfcs of the U.S., Co/on/a/ Times to 1957. Washington. D.C., 
1960. pp. 23 and 25. U.S. Bureau of the Census, Statisticat Abstracts 
of the U.S., 1977. Washington, D.C. 1977. pp. 55 and 70. 

Mothers^ having completed their childbearing function by 30, 
had the time and opportunity to b^in or resume other careers, 
many with paid employment (table 6). 
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%Eriblb:6^ (Female) 













Percent 


Age 


1950 


I960 


1970 


1974 


change 










1950-1974 


te^is 


41.0 


39.4 


44.0 


49.3 


20.2 


20-2A ~ . 


46-1 


46-2 


57.8 


o3-2 


3/. 1 


25-34 - 


34.0 


36.0 


45.0 


52L4 


54.1 


35-44„ 


^^^^ ^ 

39.1 


43.5 


51.1 


54.7 




45-^54 


38-0 


49.8 


54-4 


54.6 


43-7 


55-64 


27.0 


37.2 


43.0 


40.7 


50.7 


Total 


33.9 


37.8 


43.4 


45.7 


34.8 











Source: U.S. Bureau of the Census. Current Population Report. A 
S^Oisticaf Portrait of Women in the United States. Special Studies 
Series P-23 No. 58, AprH 1976. Table 7-2. p. 28. 

In 1900, 20 percent of women were employed- Over the next 40 
yeaz^ this percentage gradually rose to 26 percent- The figures 
for married women rose firom slightly imder 5 percent to 15 per- 
cent dnring same period. Older women (45 to 64 years of age) 
were less likely to be in the labor force — 14 percent in 1900 and 
20 percent in 1940 (UjS. Bureau of the Census 1957). (See table 7.) 

Table 7— Labor Force Participation Rates (iWiarried 





1950 


1960 


1970 


1974 


Percent 
ch£uige 


With Children under 1 8 

With Children under 6 

Total Married- .... 


18.4 
11.9 
23.8 


27.6 
18.6 
30.6 


39.7 
30.3 
40.8 


44.8 
36.6 
44.4 


143.5 
207.7 
86.6 




Source: U.S. Bureau of the Census. Current Population Report. A 
Statisticai Portrait of Women in tfie United States. Special Studies 
Series P-23- No. 58. April 1976. Table 7-2, p- 28. 

: ; 7^ the past 25 years until 46 percent 

<^ an -wcnhenM the ages of 16 and 64 are now employed. 

Fiiii2iei%^^^i^ estimated that by 1991, one in two women will be 
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5fesL fi*ii«^ Even now, married 

make izp S7 p^xent of the female 




^tt*<ijmi» ;T«ti^ to sxn^e -women is over two 

; Bttceatt 1977). The reasons for this 

i^^<TlfcipTf^ mi'^ ^rn rrr^Ti"^ extensively (Kanter 

^E:i968>. ^While^ reasons may differ by social 

he-^rou^»ed: into three major headings: the need for 
i^tber to sopple^ earnings or, in the case 

thew<»n^ 

^^tdfiIImeml? amd zncireased opportonily. Not only have 
attached to working mothers and exclusion- 
disappeared, hut women are not tied down to 
and extended periods of thus acoomit- 

^l^ii,^i^igtri&^^ rates for women over 35 years of age. While 

^o yer l lJ bei^^ percent for mar - 

1^ jpeixent f^ women vvith children, and 

for mothers with: children the age of 6. 

jR^;^ t^ ^fi^eedom is om^ tCToporary. Althousg^ the child^ 
^cBhm d^pendenqy ratio has in- 

^ticiom rwm-tirry- AIso, its Composition has changed 






In 4±ie eaiiier;dbecades» dependents were likely to be 
The elderfy made up only 4.5 percent of the populaticm, 
i^fbrfevecy older person, there were 12 children. By 1950, the 
^rxfi^'^^i^eid: one elderly person for every six children, re- 

^^^^^*^ ^^:m Si sharp decrease in the percen t age of children and a 
■doifrfiiHT^ pc^Hilation S5 years of age and older. Children 

ttiggre n^^^g most of the denoands on the family; now they are 
'^biEarmig^ tfaem vrith their grandparents. Furthermore, it is estimat- 
ed ti»at over th*" next two decades this ratio will have dropped to 

OB»^ 

shifts in the dependency ratio are creating new pressures 
For most famiHes today, there is a significant gap in 
l>etween giving up the '^*^ng of children and taking on the 
^ elderly parents. In earlier periods, as mentioned above, 
often b^an providiz^ care to elderly members shortly 
|.V;iafEer-. thesr chxld-caring functions. Few worked, and 

IjltXve^ traoot^^ simpler. This gap has created stress an many 

li^^uDoIbF units^ specially the middle-aged women. Not only did 
lijCis^^ previously, but oft^i families had unmarried 

or other relatives living with them. This group, espe- 
those between 45 and 54, were a considerable resource in 
the necessary social care and were expected to assume 
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Table B— Dependency Ratio 1910-2 



Year 


Percent 
O— 14. 


Percent 
over 64 


Ratio of 
elderly to 
ctvldren 


Depen- 
dency 
ratio 


1910 . 


31 i5 


4.5 


1:12 


453 


1920—^ 


31^ 


4.8 




57.0 


-I930 


29.0 


5.7 


1:6 


53.1 


id40 


24.4 


7,1 




46.0 


1950 


26.3 


8.4 




53.1 


1960 


31.1 


9.2 


1:4 


67.6 


1970 


28.5 


9.9 




62.2 


1980 


23.0 


11.0 




51.5 


1990..^ 


23.0 


11.8 


1:3 


55.1 


20OO 


23.0 


11.7 




51.4 











Notes: The dependency ratio is the number of persons under 15 
years of age plus the number 65 years and over per 100 persons 
aged 15 to 64 years. Prcjectives for 198O-20OO are drawn from 
Series II which assumes a fertility level of 2,1 children bom per 
woman. 

Source! Adapted from Soaal IncBcators, 1976. Washington, O.C^ 
UwS. Bureau of the Census. Department of Commerce. December., 
1977. Tables 1/2 and 1/3. pp. 22-23. 

this fimctioii. Tliis pool c£ potential caxe^vers bas shrunk over 
the past 75 years. As noted above (tables 6 and 7), over balf of the 
women in this age category are working, and abnost balf of moth- 
ers with children are employed- Moreover, 86 percent of married 
wcnnen between the ages of 45 and 64 years are working (U.S. Bur 
reaa of the Census 1977). These women, once a major source of 
car^rving, are either unavailable or are both working and caring. 

The caretaker ratio (table 9> has bistorically assumed two po- 
tential sources of care: married and single women between the 
ages of 45 and 54. In 1900, for every elderly person in the popula- 
tMm there wi»re almost 97 women in this age gronp» of whom eight 
were single^ close to & one-to-one ratio. f1£^ years later, this ratio 
ittid dropped^xarply, and by 1976 had reached the level of 56 for 
evezy lOO persons <>ver 64. Xhning this period (1900-1976), the el- 
derly ipoipnla^on increased by 158 percent^ and the caregiver pool 
by opjy 4glrg^T^"t gti»ft«^qTn/wg single women in this age group 
axe'even^ more striking. Whereas there were almost ^gbt ^n^e 
VTODaen fer there are now only two and a hal^ 

an overall reduction of 67 percent. This caregiver pool, then, bas 




tiai stains) 



lie 



oppaErtomtgr 
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^iemaiads on 

i,ooo) 



mm:,'? 



totstf 



Percent 
women 



Rate/ 
1.000 



Single 
women 
54/1 .000 
eldeily 



4.07 

4.63 
5.45 

S-t4 



9.80 



3.83 
4.20 
4.55 
5.10 
5.72 
5.73 
5.78 
5.88 
5.73 



974 



937 
837 
708 



78 
83 
94 
84 
72 



600 
561 



44 

29 
25 



^Soufcei^^JS^ BuFBau of the (Census, hnstorical Statistics of the 
Statos^ CkOonisU Times to t9ST, Washnngton, D.C., I960. 

iSbwcef UjSL Bureau of the Census. StaUs&cal Abstract of tire 
€i^med States^ 1976 <97th Ecfition) WasTungton. O.C., 1976. Table 3. 




of tbe modem femily witti implications 
-^neSated. to its c apacffc y to provide social care Is the growing di- 
;yoicce^jgite. Althongh this trend is used as one of the msgor indica- 
^tioro of famfly d^eriog^ such an interpret a tion is simplistic. 
^%Qiei?e is no qoestion that divorce is becoming a common occur- 
It^ farther projected that between three and four of every 
of women bom between 1940 and 1944 will eventu- 
d iv o r ce CNbrton and Olick 197Q. However, this trend 
^faa» ^bexsoi^ JB^^ with a sharp increase in the remarriage 

ixate estimated that four of every five divorced per- 

^jEnmLw remarry (Norton and Glick 1976). Further- 

1973, 60 p^xs^it of divorces involved families without 
an increase of 5 fjercent since 1953 (Norton and Glick 
gI9T(^Gli<i 1957>. 

^^i^^Ttie^ in divorces (table 1(^ can, in part, be attributed 

jloj>ciMfla j g ii ig attitades and the liberalization of the divorce laws 
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<Goode 1975). For example, in 1973, 23 States adopted some form 
of nofeult divorces, 16 since 1971, and the Office of Economic Qp- 
portonity has provided funds for firee legal services to a popul^ 
tion that had Uttle previous access to these services (Norton and 
Glick. 1976) In 1974, 33.6 percent of a national sample felt that 
divorce sho^d be easier; ZUB percent felt that the current system 
was adequate; and 44.4 percent would like to make divorce more 
difficult (Social Indicators 1977). Yankelovich reports that 63 per« 
cent of adults disagree, and 6 percent were not sure that parents 
should stay together for the sake of their children when the mar- 
riage is an unhappy one (Yankelovich, SkeUy, and White 1977). 

Table lO— Marriage and DivorM Rates, 1921-1974 



Period 



Rrst 
marriages 



Thou- 
sands 



1921-23..- 
1924-26..- 
1927-29.... 
1930-32..-. 
1933-35... 
1936-38... 
1939-41 „. 
1942-44... 
1945-47... 
1947-50... 
1951-53... 
1954-56... 
1957-59... 
1960-62-. 
1963-65 ... 
1966-68... 
1969-71 ... 
1972-74... 



990 
992 
1025 
919 
1081 
1183 
1312 
1247 
1540 
1326 
1190 
1182 
1128 
1205 
1311 
1440 
1649 
1662 



Rate 



99 
95 
94 
81 
92 
98 
106 
108 
143 
134 
122 
120 
112 
112 
109 
107 
109 
103 



[Divorces 



Thou- 
sands 



158 

177 

201 

183 

196 

243 

269 

360 

526 

397 

388 

379 

381 

407 

452 

535 

702 

907 



Rate 



10 

11 

12 

10 

11 

13 

14 

17 

24 

17 

16 

15 

15 

16 

17 

20 

26 

32 



Remarriages 



Thou- 
sands 



186 

20O 

181 

138 

162 

201 

254 

354 

425 

360 

370 

353 

359 

345 

415 

511 

515 

601 



Rate 



98 
99 
84 
61 
69 
83 
103 
139 
163 
135 
136 
129 
129 
119 
143 
166 
152 
151 



Note: First marriages are per 1,0OO single women 14-^^ivoro^ 
are per I.OOO married women 14-44; remamages are per l.OOO 
divorced and widowed women 14-54. 

Source: Norton. A., and Gfick. P. Marital instability: Past, present and 
future. Journal of Soaal Issues, 32: 1 . 1 976. 




43 



p^;t£fl^ ejLti ei lmoe divor ce ^loald xe- 

ap^g^ ^HgmgHz es^the di v orced less than it Has 
it^ CFtnTO oo nrfnde d that di vor ce does not cause 
Ccoc; and Omc 1977; Schorr and Moen 1977). 
tnte capeextgr of femily membeis to func- 
^.^ve percent of dzvcnroed wcHnen (in- 
6;) are »n(do7ed (U^ Barean erf" 




£977>. Kbt «^ a cross-sec- 

women wlio rranarzy spend, a con- 



^amcno:^ of a sin^e-parent family, 

'dt^'g^ pripidtcted :ti>at children bom dozing^ 

thenr parents divorce or have one of their par- 
children are in ^z^^e-par»it fiamHies for 
jjgaul^^ the average ^dbont 5 or 6 years (Bane 

^ ^mi^w^p eade^-^ have no hnffftwnd represent a 

r ^ptopu t tib&>-o^ 1975, over 7 mfl.- 

^IwimlfR s were &vml i f»^ix Baid ed . ^m3ie8» double the number in 




of ten bave dsSSdr&it^ and one in four liave children 
of age^ These percentages have increased consider- 
over the past 2S years ^niien less than half were fiemcuHes with 
jg emale-h ead ed famtlieff represent 11 percent of all white 
afttr4f s!t ^p e rce n t of all blade &milies. Also, whereas in 
'^^^^^^^ Vl^^'^^^^'f^^ of '^e Bunily beads were divorced or separated, 6 
^ja m^ ^ to SO percent. Finally, these 





^-K-ciica^ million children. 

iiltbocig^ most of these vromen work, the avers^fe income of sin- 
in 1973 was $6,000 (Sawhill 1976; Pearce 197SX Be- 
wom!»i; are viewed as marginal workers, they are holding 
tEiat are low paying, that have low status, and are insecure. 
^^'Eoi obmpound this problem, 40 percent of absent fathers do not 
^■cou^^ to child support; when there is child support, the aver- 
liva^ payment is less than $2,000 per year (The Urban Institute 
.ilS765L 

The final tr^od affecting the family's capacity to provide social 
is the change in expectations that people have toward family 
maniage^ It was pointed out earlier that industrialization 
^|cEBi^;bzii^ change in the social order. Furthermore, this 

|reii|ola^cHi, according to Goode (1975), continues to bring "pain, 
Ibitteana^ to many until the transition is com- 

Ip^Qtei^ O sac^t. important to the topic of this monograpb is the 
| r cJat» ja n^^ between spouses. Bott (1955) offers two existing' 
I^Bur l^npes: the Joint and s^p^^ated conjugal-role relationship. 
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pea apecLive ^ 

to liie imIivi diiaL A coniteT it analysis of tibe 
ulMywuci 'fiiatt 38 pexoienfc of "daie 
^iSM^^traifitiosial oC&Emiiyv 42 percent the indastriaU 



m xts 
IbcQsed but 
fit 



jB^ tradiHnfwtl societies^ marriage was seen as necessary for sta- 
ancf- social onServ xn^iortant for the 'farfti^ggytiftffS^Hi of cnltmal 

Although in llie industrial view 
necessary socml mstitiition^ divorce is 




postiinliitBljrial fiK>cioties» marxxagfe was seen 

zai period^ .and strafoki 
p erson to ooax t ih for and dev^op ^goSScaat other reia- 

were almost equally di- 



i f5oiwihCTw» 0pcia<fing sexnalX Hie 




zn traditkmcJ soCTeties are adults in prepaCTtkatj and 
fonrttnn is to provide a role modri- Bforeover^ in ^lap- 



Rrtiay ^- . . , . 
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ing children for their future Uves, it is important for women to 
devote full time to childrearing and not to work outside the home. 
In industrial societies the child is also seen as a potential adult, 
but parents respect individual tendencies and are less authorita- 
tive. Creativity, progressive authority, and shared activities are 
emphasized. Furthermore, parents are to provide emotional secu- 
rity through an expression of affection. In the postindustrial soci- 
ety, each generation is expected to develop a new adult model; in- 
tergenerational differences are to be accepted; and parents them- 
selves are not to Uve just for their children. It is here that differ- 
ences emerge. Forty-four percent of the responses were tradition- 
al, only 13 percent industrial, and 43 percent postindustrial. 

In the last area, man-woman relationships, ths traditional view 
is that women need protection and security, the male is naturally 
superior, and the female should be self-effacing in love. In indus- 
trial societies, the emphasis is on the equality of the individuals 
and complementary roles. Finally, in the postindustrial view, 
weight is given to communication built on shared values, mean- 
ingful exchanges, equality within and outside the family, individ- 
ual development, and self-actualization through relations with 
others. Sixteen percent of the responses were categorized as tradi- 
tional, 44 percent as industrial, and 40 percent as postindustrial- 

Of the total 740 responses (it should be underscored that per- 
centages are not of individuals but of responses), 20 percent were 
classiaed as traditional, 40 percent as industrial, and 40 percent 
postindustrial. It was these latter that Carisse points to as emerg- 
ing forms and new roles. However, the women interviewed did not 
neatly fall into one of the three types. An individual could, in 
fact, be traditional in her beliefs about the family or childrearing, 
industrial in another area, and postindustrial in yet another. This 
study was discussed in considerable detail, however, because it 
clearly shows the current ambiguity as well as aspirations most 
families are experiencing. It is also useful in understanding the 
stresses most families face, stresses that have implications when 
discussing the femilsr's capacity and/or willingness to function as 
a social service- Moreover, Carisse's indepth study of a smaU num- 
ber of women has been supported by a recent national survey of 
families with children under 13 years of age (Yankelovich, Skelly, 
and White 1977). In exploring many of these same areas, it was 
found that 57 percent could be classified as traditionalists and 43 
percent as the "new breed.'* 

In the first section of this chapter it was suggested that while 
the current debate assumes that many families have become 
weakened, that deterioration of the family is taking place, and 
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^.t-^lkat^aocial po^^ be developed to restore families to their 

^parenSom of strength, much of the discussion is abstract 

ilBOBct^!^^ directions for State interven- 

^M^iipoCj ^^^^ used, they tend implicitly 

^Igtol^ctes in pathological terms. Consistent 

^^ ^'^"•^ira ideological underpinning of our social welfare 

ysfem or weakness is more often than not seen as 

||i|^ibi^^u]^. of unit. They are weak because 

I|ti|uE^ j^^ wrong with them. Moreover, poli- 

as they seek to rehabilitate these 
^|dftmilfe»--to - make them b^iave or act in accordance with some 
^j^iidi^^ofia'n<nrmal;&^ 

pllil^ri^ie^azgament was made that this definitional problem had to 
|||:^^v|]ie to effectively support families as basic 

||v J^4Boc£^ showed that families 

(e.g., the Census 

^^^|Siziieaii) by^ socialization, physical care, mediation, 

and in terms of relate (e.g., cox^jugal or consanguinal, 

^gnEotitear ox* eactendeoD. Furthermore, it was suggested that these 
^idiefbidiozra have 1^ generated to fit the ne^^ 4^^tmer 
|||^Ce^.^ tlie bureaucrat and the professional) or meet tiie coai$^p- 
P'giapu^ discipline- Although.'-vieilid and tweful, tli^ 

likl^gcve not necessarily been relevant to the-^s)fene!of»«at of aocial 
^^^jgnSScies, la spite Of this, most if not all of^«Kur ipolickea are sh£q>ed 
P^l^^^^i^ h(^Iief that^^t^ normal family is nuciear aad that this £sm- 

;il3^ is iniade up of a husband and wife witfi children, the fether 
jg; W^^^ remaining hornet to raise the chSdren. 

ll'^^Moist policies b^m this as the norm shhI 43efuie variants as 

II deviant forms. These d^nitions, furthermore,r are used to UAciud^^ 

or excdude femilies from services, to i>enalize 40r benej^t certain 
1"^ ; £9anilies. . 

;l : To extend the analysis, several trends or changes in fitj(|nUy life 
:: and structure were examined. The analysis was shaped by two 
cjuestions. Are present-day families capable of functioning as so- 
cial services? Is it possible to derive a definition of family useful 
|V for policy development? 

11,^; C A^ family structure has changed considerably over time, 

:^>:i£ie socialization and supportive functions appecir to have survived 
^asid,^ in the opinion of some social scientists, to have been 

the 20th century. In spite of earlier theoretical 
|i| c^ that the extended family has been replaced by the nu- 

f^J^c^esar &anlly, evidence indicates that the nuclear family is not the 
||;rdk)axiinant fEumly type. While there are nuclear households, these 
If :>lknisehold5 function in an extended family network characterized 
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by a high degree of vertical and horizontal interaction and mutu- 
al support, ^ 

Families today are smaller than they were. When coupled ^"nth 
changing fertility patterns and significant increases of workmg 
women and especially working mothers, families should be de- 
terred from carrying out certain caring functions for their de- 
pendent members, especially the frail elderly and the handi- 
capped, and yet there is some evidence that families are willing 
to, and even capable of, carrying msgor responsibilily. 

Families are, however, experiencing considerable stress. For 
whatever reason, women in the work force are the norm. Whether 
they work for financial reasons or to achieve self-fulfillment, they 
are often penalized. In some sectors of society, they are told that 
in working they are not being good mothers, not providing their 
children with the necessary environment for growth and develop- 
ment. Despite research on maternal employment suggesting that 
children of working mothers are neither emotionally neglected 
nor unsupervised and in some areas maternal employment has 
positive effects, e.g., greater independence, scholastic achieve- 
ment, and aspirations CHof&nan and Nye 1974), working mothers 
are often made to feel guilty. Moreover, this trend has not result- 
ed in the blurring of the more traditional male/female roles in 
the household. In her study of professional women, Poloma (1970) 
"found that: 

the assimiption of a professional role by the wife does xiot 
mean a drastic change in family roles. . . . The wife was re- 
sponsible for the traditional fe minin e tasks. 

Gordon (1972), in reviewing t'-e Uterature, suggests this pattern 
to be universal and not limited to the United State?: 

women in socialist and welfare nations which mdi^te 
that while more women may work and have better jobs than 
do American women . . . ttieir domestic responsibilities are 
not lirfitened to any degree . - . and thus are doubly bur- 
denedTThey workjfuil time and take care of their homes as 
well- 
Divorce rates may be rising but so are remarriage rates. In a 
sense, divorce for many is a solution to an existing problem. This 
"solution," however, brii^ with it a number of stresses. In th^ 
review article, Schoor and Moen (1977) graphically describe the 
economic strain (44 percent of female-headed families have in- 
come below the poverty line) and difficulties in parenting (no one 
to share the responsibility). They argue, however, that much of 
this stress is externally caused in that these families are defined 
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||luiid^'diBnpiaiie^ discussed in pathological terms, in spite of the fact 



^;;i^^E£H» ^fjis^ IS the apparent change in values about mar- 

jgQ^^^^^^ shifting, espe- 

t or Ki^^ paxent-child relation- 

; number of women egcpress a desize for a more 
relatfonships. and yet find themselyes anchored 

most cases, 

' ' I so q gfl not responded but have, in fact, im- 




nmnberi of levdt^ fEunilies are neither in a position 

^cas^givezs to be. Those families who 

tey handicapped children or elderly parents are not part 
nrninfftTMun of American life. Values appear to run counter 
^■toifetiiis fimctif^ and, to s<»ne degree, these families can be seen as 
deviant*^ than the single-parent femily or the dual-career 




however, is an abused term and connotes pathology. 
||ftit§din^^ trends in family life cannot be 

'^esq^m^^ dual-career family, a single-parent fam- 

^^^mcASti^e8B-£am2ly: caxmot be defined as problem fomilies. Some 
llni^^it^ b^ term^ of haying problems or undergoing stress 

pbc^anse A working mother head- 

||xiag:i^^ may have problexbs in her interaction with external 

aezvice agencies and the educational system because of 
of operaticm. She may have a problem, but, if so, it 
^oGii&D^ia m to be rigid. Furthermore, 

what^ the solution^^ the problem? Change the family or change 
;tihe:e!i±ezxiai,^ institution^ Similarly, what about families providing 
ta handicapped ij^ifcers? They have problems but more 
than not it is boMRse the soc system does not 

l^nqgqpK^ covered in the next three chapters. 

|^n|>f^mQBk^ of defirdng family and families for policy is 

laiddressed. There is no one dominant family type. There are nucle- 
'^€ar>'::iiBk>taiteA, fannflies — units with few or no contacts with other 
il&opuly tmit^ extended families — units which are residentially 
Ipiear other kin and^hi^ in functionality; and modified extended 
ll^ox^ies— although the families are spatially dispersed, they are 

by considerable interactions and exchange- There 



fisunilies in whi^ both spouses work; families in which only 
|ffi% huaiband works and the mother stays home to care for the 
l^ialdrez^ there are single-parent families where the head works; 
isBod^oti^^ or she stays home; there are families with 

lemd wxthout^ these family types are in a de- 
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scriptive sense* it is simplistic and somewhat counterproductive 
for policy development to divide America's 50 million families 
into these categories. Since most data are a cross-sectional snap- 
shot of famiUes, families are assimied to be static. A more realis- 
tic (though much more difficult) approach is to recognize and ana- 
lyze the flvddity, change, and transitions as individuals live m a 
variety of famUy patterns. There are periods in the life cycle 
when an individual family may be one in which the father works 
and the mother stays home with the children. This stage is rela- 
tively short Hved when the total family life course is analyzed. 
There are periods, also, when women (and men) find themselves 
raising a family without a spouse present, but again, for many 
this is a transition period. None of these types or stages, however, 
should be viewed as the dominant or "ideal" family tjrpe. No one 
family type is superior to another or to be favored over others. Ef- 
fective policies and services should be sensitive to the needs and 
stresses of certain types of families and recognize that some fami- 
lies are at greater risk (statistically) than others. Policies, howev- 
er, should not begin with the assumption of individual pathology 
and deviance but should explore ways to support these famili^. 
In a sense, the premise of this book is that to define a "family m 
concrete terms tends to exclude many famUies and to favor im- 
plicity certain types of families. If this were to happen, it would be 
counterproductive. A more useful approach is to recognize variant 
forms of families and to work toward strengthening these forms. 
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Be^ Sieoeral ccnaoeni. oT idus study is the nattune of* the 
igifeetw welfare SQ^steixi in 

to^dependent members* it was decided 
t0» <>rit^ by a. 

is too broad a con- 
^|w£t£il^3^ it 

it coold incliide almost 40 percent 

table 8> designated 
on. the criterion oC agc^ or it could include 
j^wiio foir XMirnrbei' of reasons cannot cax x y out 

^Goin^^ e.gi, the poor, the alco- 

h^US; ab«i8ecs» those with ^m^cKtal or physical problems, 
einpl^^ members proved too hroad» 

aitS^sr^So^caB^^^:as narrowed to two subfiproups: families with 
^members and fairriTfes with severely, mentally retard- 
jsnmbex- oTreacBons can be offered tx> justify this de- 
ift^Jthe sxze-oT tlic»e^*^^ risk populations'^ atid the pres- 
proibleiias fsKced by th^ famfiies have serious implica- 
Etuze resource aUocations. Second, it can be argued that 
in the relatxonsh^ between caregivers or changes in at- 
rat who sho«dd provide social care will be first seen in 
Ov^ 1^ nast 25 years, and especially since X960» 
made a oommitmeni; to these two groups, the elder- 
:tally retarded, and relative to other groups of de- 
the^ have been identified as groups to be given HigH 
the development oC social, prograzns. ilkgain, relative to 
iSy there is xiow less stigma attached to and men- 

tion. The former is a natural process, one which most 
-WxH eacperxeiMre;^ while the latter handicappix^ condi- 
at^y severe mental retardation, is no loiter viewed as 
C the individual or family. Xrx the terminolog3^ of the 
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Poor Law, they are "worthy" of support. Given these factors, in- 
creased commitment of resources and decreased stigmatization, if 
there were a transfer of the caring responsibility from famihes to 
the social welfore system, it would likely be observed with these 
two groups of families. The final reason for thU choice was the 
possibility of providing some cross-national data by building on a 
previous study carried out in the United Kingdom (Moroney 

This chapter begins with a discussion of handicappmg condi- 
tions and then moves to a more detailed analysis of the two spe- 
cific groups. It is estimated that almost 7 percent of the adult pop- 
ulation has some impairment, and as many as 2.5 percent are 
handicapped. 

Impairment and handicap can be defined in a number of ways, 
and, depending on the definition used, various estimates of inci- 
dence and prevalence can be derived. This study chose to use a 
functional definition rather than a diagnostic one. In table 12, im- 
pairment is defined as lacking part or all of a limb or havmg a 
defective organ which may be associated with difficulty in mobil- 



ERIC 



Table 12—1 



Prevalence of Impairment and Handicap, 
1970 (in thousands) 



Age 


Impair- 
ment 


Very 
severely 

handi- 
capped 


Severely 
handi- 
capped 


Appreci- 

handi- 
capped 


Totally 
handi- 
capped 


16-29 

30-49 ^ 

50-64 ~. 

65-74 


435 
1.299 
2,530 
2,740 


22 
40 
79 
103 


20 
106 
285 
298 


50 
195 
490 
630 


92 
341 
854 
1.031 


75 and 
Over 


2,855 


260 


405 


574 


1,239 


Total 


9.859 


504 


1,114 


1.939 


3,556 


Rates 












per 

10OO 


67,99 


3.47 


7.68 


13.37 


24.52 



Sources: Age specific rates from Harris, A^ ^AS^^^^n^^T^ 
oaked in Gr^t Britain. Social Survey Division. OPCS, HMSO, 1971. 
pS^ ^.So<^ indicators 197e. U.S. Department of Commerce, 
Washir>gton, D.C., December 1977. p. 22. 
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ity, work» or self-care. Handicap is the disadvantage due to the 
loss or reduction of functional ability. Within this definition, not 
aU impairments are handicaps. This approach is similar to the 
one used by the National Center for Health Statistics in its 
^ Health Interview Survey. Riley and Nagi (1970), in their introduc- 
tkm to a review of these data, distinguish between impairment 
(anatomical and physiological abnormality which may or may not 
involve active pathology) and disability (the pattern of behavior 
that evolves in situations of long-term or continued impairments 
which are associated with functional limitations). 

Although the prevalence figures in table 12 are derived from 
the rates found in a national survey carried out in Great Britain, 
it seemed more usefixl to use these rates rather than those from 
the Health Interview Survey since they provide a much more de- 
tailed description of various levels of handicap compared to the 
U-S. survey. Moreover, this survey tested functional ability, 
whereas the other asked the respondents whether they were able 
to carry out various functions.. Finally, where available, the two 
surveys appear to support each other. For example, the U.K. sur- 
v;^ estimated that 2.5 percent of the population were handi- 
capped, and the U.S. survey estimated that 2.1 percent were un- 
able to carry on nugor activities. The U.K. survey reports that 
11.3 percent of the aged population were handicapped, while the 
X7.S. percentage for the same group was 13.5. 

As mentioned above, almost 7 percent of the adult U.S. popula- 
tion, or almost 10 million people, have some impairment. Over 
500,000 persons are very severely handicapped. This grouping in- 
cludes those who are mentally impaired or senile, unable to un- 
derstand questions or give rational answers; those who are perma- 
nently bedfast; those who are confined to a chair, unable to get in 
and out without the aid of a person, unable to feed themselves; or 
those who are doubly incontinent or cannot be left alone since they 
might harm themselves. An additional 1,100,000 are severely 
handicapped. These include persons who experience difficulty 
doing eveiything or find most thLigs difficult and some impossi- 
ble. The appreciably handicapped (about 2 million) can do a fair 
amount themselves but have difficulty with some functions and 
require as si stance. Overall, it is estimated that over 3^4 million 
persons are handicapped to some d^ree. 

Given current population projections, the impaired popiilation 
by the year 2000 will have increased by 40 percent (an additional 
4 million); the very severely handicapped by 200,000; the severely 
handicapped by 450,000; and the appreciably handicapped by 
800,000- 
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Neither impairment nor handicapping conditions are evenly 
distributed across the population (table 13). Sixty-four percent of 
all handicapped persons are elderly; 72 percent of these very seri- 
ously handicapped. Furthermore, the elderly over 74 yewrs of age 
are two and a half times more likely to be very severely handi- 
capped compared to those between 65 and 74 years of age- 
Table 13— Impairment and Handicap by Age (Rates 

per 1000) 



! 

Age 


Im- 
paired 

i 


Very 
severely 

handi- 
capped 


Severely 
handi- 
capped 


Appre- 
ciably 
handi- 
capped 


Total 
handi- 
capped 


. " - - H 

16-29 J 

30-49 

50-64 

65-74 


8.94 
27.84 
85.08 
220.24 


0.46 
0.86 
2.65 
8.28 


0-41 
2.28 
9.59 
23-99 


1.02 
4.18 
16.47 
50.67 


1.89 
7.32 
28.71 
82.94 


75 and 
Over 


j 372.60 


33.91 


52.92 


74.90 


161.73 


Total 


j 67.99 


3-47 


7.68 


13.37 


24.52 













Sources: Adapted from Harris, A. J^^^^Pg^ Tc^^'lS^'^t^ 
Great BHtain. Social Survey Division, OPCS, HMSO. 1971, pp. 5, 236. 

Data on chUdren and youth are more difficult to come by. Riley 
and Nagi (1970) state that 2 per 1,000 under the age ofVT^ 
haiidicapped. This seems a reasonable estimate, given the e^- 
mate of 1.9 per 1,000 for those aged 16 to 29. Again, it should be 
emphasized that, by definition, handicapped is related to function- 
al abUity and not the presence of an impairment. Most data re- 
porting on chadrcn tend to report on conditions or diagn^es. For 
example, the Bureau of Education for the Handicapped has esti- 
mateit iiiat 6 percent of preschool children <0-5) and 12 percent of 
schoc^^e children C6-19) have handicapping conditions (Snapper 
and Ohms 1978). Three and one-half percent of aU chUdren are 
speech impaired; 2.3 percent are mentally retarded; 3.0 percent 
have a leamii^ disabiUty; and 2.0 percent are emotionally dis- 
turbed. These chUdren have, of course, an impairment but not aU 
are handicapped or disabled. 

Taking the rate reported by Riley and Nagi (2 per 1,000 under 
17 years of age), the total handicapped population is estimated at 
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3.7 millkm children and adults. This is a significant number of 
people overall, a population that is at risk has a need for consid- 
erable services and potentially a high user of the social welfare 
v ^rstem. In light of the discussion in chapter 2, this group also 
makes demands on families, possibly heightens stress on family 
liliev andr at a minimum, forces families with handicapped mem- 
bers to fixnction differently from most families. Are families pro- 
,^ding social care? Are families transferring the caring function 
to other institutions? 

Since 1950» slightly over 1 percent of the population have been 
institutionalized (table 14). These institutions, moreover, include 
nonhandicapped as well as handicapped. While there have been 
shifts 'zL the rates of institutionalization within categories of facil- 
ities, e.g.» mental hospitals and facilities for the elderly, the over- 
all rate has been remarkably constant. Between 1950 and 1970, 
the insitutional rate has dropped for each grouping below 70, with 
the largest decreases in the population under 15 years of age 
(table 15>. Although the data in table 15 do not present rates of 
institutionalization in the same age categories as the prevalence 
rates of handicaps (table 13), it is clear that in all age groupings, 
rates of institutionalization are significantly lower than rates of 
handicapped persons. 



Table 14 — Institutional Population (Rates per 1,000 

Population) 





1950 


I960 


1970 




4.06 


3.43 


! 

2.13 




.89 


.95 


.99 




1.96 


2.56 


4.56 


TB/Chronic Disability 


.50 


.35 


.08 


Homes for Neglected 


.64 


.40 


.23 


Physical Handicap 


.14 


.13 


.11 


Other 


2.17 


2.48 . 

1 


2.40 


Total 


10.36 

i 


10.30 


10.50 



Institutionalization, then, is not the norm. Most handicapped 
persons, r^ardless of age, are living in the community. Some live 
in community facilities, e.g., shelters or small group homes; others 
live by themselves; and still others live with their parents or 
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Table 15— kistitutioral Population, 1950-1970 (Ratea 

par 1,000 by Age) 



Age 


1950 


1960 


1970 


Percent 
change 


^j^^idor 5» 


1.0 


0.7 


0.5 


-50 




3.5 


2.3 


1.7 


— 51 


1 ^^^^^^ 


7.1 


5.3 


4.4 


— 38 


1 ^5^*1 


9.2 


9.8 


8.5 


—'8 




10.3 


9.9 


7.8 


—24 




16.3 


15.2 


11.6 


—29 




17.8 


^7,7 


i6.7 


— o 




25.5 


26.4 


26.8 


+5 






43.4 


51.91 






47.3 






H-49 






77.8 


102.lj 






94.1 


126.3 


179.8 


+91 




10.4 


10.3 


10.5 













adult duldxen. It is this latter group that is important for the 
purposes of this study. The elderly will be dealt with in the next 
sectioii* followed by a discussion of families with mentally re- 
tarded children. 



Ctiaracterlstics of the Elderty 

Smce 1900, the elderly population has increased at a rate far in 
excess of the general population. Although the rate of increase 
was greater over the first half of the century, the second 50 years 
be <diaracteri2ed by significant izkcreases in the older elderly 
population, eapecialbr those 85 years of age and older. While these 
trends reflect advances in medical te<dmolo67 environmental 
and social conditi<His, the diifb in tiie population has also brou^t 
with it the need to develop services and commit resources to guar- 
antee the quality of life of this population- The greater the suc- 
cesses fn ^ M w > w¥mi¥ig the pToblems of in£anst mortality, in ccmtrolr- 
l£aig: the infections diseases, in discovering^ and applying cures, 
dru9^ and techniques that have saved lives and increased lonsev- 
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disabOity. The mchiev^ 
side of the same coin — 



(table 16), the elderly 
8LS millSon pecyl e » about 4 percent of the total popu- 

of evi»y lbar^dd»ly was 75 ^ ^d«>, 
of eveiry one hundred elderiy were 85 or older. 
50 Tears (1900-1950), the percentage of the pt^pula- 
but the age structure of the elderly re- 
Sfaace 1950» there have been significant shifts in 
By 1970, almost 4 of evexy 10 elderly were 75 
V a ratio that will be reached by 1990. At the end of 



in the Elderty Population 





1900-1950 


1950-2000 


1900-2000 




1<X) 


85 


270 


]^f!k^ppi^^ Over 


247 


166 


820 


Ipfafiife^ and Over 


334 


275 


1529 


|F?ioipu^^ -and Over 


387 


473 


2690 




from IDemqgraptuc Asp&cts of Aging and the 
in th& CASi Cunmit Pop ula tion Reports: Special 
P-23, No. 59. May 1976. Tables 2-1 and 2-4. 



il2fte centnxy, 1 cf every 10 elderly will be 85 or older (table 17). In 
~;29 year^ time, there will be almost 14 million people over 74 (an 
increase of 6 million over 1970) and over 3 million i>eople 
Can increase of a p pr ox im ately 1.8 million). These in- 
especxalfy in the cdder ^derfy» wiQ create considerable de- 
i mrnidw on the fi o rfal welfiBure system, since the dderly have histori- 
cally been the heaviest consumers of heaH^ and social serv^es. 

Another demnjfs,^ aph f e shift is in the sex composition of the el- 
derly popcdaticm <taUe 18). From 1910 tmtU 1930, 50 percent of 

female. IBvexx amon^ the ^d«rly over 74, there were 
tly 92 males for each 109 females. By 1960, the ratio of 
^m^es to females had t dr o p ped to 83 (75 for those over 74), and by the 
of tiae centu r y the ratio will have decreased to 65 and 52 
rveiy^ Jacob S. Si^eU I>eTnogrxzphic Aspects of the Aging 
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TBbi#17 Ddily PopuMloo mm m Pm rcm ri t m om of 





Total 
<000) 


POfC0flt 

ekSerty 
over 65 


Percent 
eklerly 

over 75 


Percent 
eMefly 

over 85 




7B 094. 


4 1 


25.1 


3.9 






4.3 


30.7 


4.2 






4 6 


29 4 


AJ3 




123 077 


5.4 


29.3 


4.1 




132.S94 


6.8 


29.5 


4.1 






o» 1 




■r. r 








33 6 


5.6 




204.878 


9.8 


37.7 


7.1 




222.943 


11.0 


37.3 


8.4 




246.106 


11.8 


39.9 


&6 




264.866 


11.7 


44.4 


103 




281.288 


11.9 


42.0 


11.6 













Source: Adapted from Oemognv^ftk: Aspects of A^ig and th» 
Older Population in tha Unitad Stalas. Current Population Reports. 
Special SuSes. Series P-23. No. 59. May 1976. Tak>les 2-1 and 2-4. 



ojuf <Ae Oider Populatim in thie United States 1976). Not only 
will tbere be move ddeiiy women, but they are lik^y to be older 
than ^derty men. The more significant dififerences are fbimd in 
the 0ver^ grotip. By the year 2000, not only will there be over 3 
millian pecq^ this old, but seven of every ten will be female. 

Ov^* t3ie past 25 years* there has been a co ns i s t ent shift in the 
marital status oC the elderly (table W We pro p ortion of elderiy 
men axe married has increaswi iigiifir nntly Oacob & Se- 
nemagfx^fhic Ajspects of the 0&«cr Pdpulatian 

in tlt^ United States 197€X £ven withm the past 15 years a960- 
1975)^ file ^dexly, botli male and female, are more Hfcely to be 
married than they were previoosiy. This pattern holds for both 
sexes. Hcyvvever, marital status <fi«ers ^bar^ between the sexes. 
Almaet twice as mangr men as womw in the age group 65 to 74 
were married and three times as many in the older group, hi 
1970!,. 7 oC every lO men orver 74 were married <an increase of IS 
pescesit since 296G>, coo^ared to only one in four of women of like 



Sw MjuUmi of thm momify 



1910 



1075 



74. 



50.3 
49.7 

71^ 




} 



}60.7 
30^ 



41.0 



27.e 



59.6 
31.1 
9.3 



40.1 



27.8 



31.6 
10.0 



39.6 
60.4 

64,1 
29.2 
6.7 



3ai 

11.3 



a; ppL 67, 77. 67. 



from Soeimf Mte mk MS tSTS , ^^J^ 
O.C:. Oeoeraber 1977. p. 22; 
isio. eO,ProfBCtionsofttH ~ 
t3rs^20S0. Bureau of the Cevtsus. 



Department of 



1975. 



If tfteee ratioe were to remain conetant, by One yesr 
win be afanost 6.8 milUon women over tbe age of 74 

When the un- 
8 xniUkm people, 
WfaSe it is generally agiced tiiat the elderly are more likely 
to he diwaMed and have hitter rates of handicaf^mnsr condi- 
the gen er al popnlatkm, it is di£Bcalt to locate oomparar 
data to m ciwsuic historical patterns. The data re- 

[ in te^»le 12. A 

total of almost 2.3 million elderiy are handicapped. 700,000 se- 
"verely handicaqiped, and 360.000 very severely handicapped. Two 
of eneiy three im p ai red elderly were female, and over half were 
7S years oC age older. 

Table 20 presents estimates of the number of very sever^y and 
aeverely handi c ^ >p e d elderly for the next 30 years. They are 
pt <n|ectioMSii hiMpd on age'^opcicific prevaleoce rates for 
ai^lied to popolation prqfectkMas. By the year 
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T^ible 1d--^i/feuritaA Sta^^ Population 

(Percentages) 





1960 


1975 


2000 




■ 

65-74 


>75 


65-74 


>75 


65-74 


>75 
















fyiarri^H 


^ 78-9 


59.1 


83.9 


70.O 


6,199 


3.256 




6.7 


7-8 


4.3 


5.5 


318 


256 


Widowed/ 
















14.4 


33.1 


11.8 


24.5 


872 


1,140 


Females 














Married 


45.6 


21.8 


* 49.0 


23.4 


4,748 


2,075 


Singfe 


8.4 


8.6 


5.8 


5.8 


562 


514 


Widowed/ 
















46.0 


69.6 


45.2 


70.8 


4.380 


6,279 



Note: The figures for the year 2000 are estimated numbers (OOO's) 
for each category and are beised on 1975 patterns. While these 
estimates are tenuous, they are included to show what the situation 
might be at that time. 

Sources: Adapted from Current Population Reports, P-23, No. 59, 
p. 46; and Scxaa! Indicators 1976, U.S. Department of Commerce, 
Washington, D.C., December 1977. p. 22- 

2000, this group will have incrsased by 65 percent or an addition- 
al 700,000 persons, of whom 550,000 will be women. Within 20 
years, there will be over 600,000 very severely handicapped elder- 
ly. Three of every four will be female and over 74 years of age. 
Or, by the year 2000, there will be more than 230,000 T>ersons who 
are either bed&st or chairfast, over 17O.0O0 of wiiom will be 
women over 74, and 75 percent will be widowed, divorced, or 
single. 

Over the past 25 years, between 5 and 6 percent of the elderly 
population have been residents in instituxions at the tim^ of the 
decennial census. Most of these people are in nursing homes, 
iiomes of the aged,, auad mental hospitals. The data in table 21 in- 
clude these three types of fiacilities rather than just nursing 
i-irwT^<>a WKf|j> ratjak of inatitutionaliTation for nursing homes have 
ixicreaised^giiificantly (fr^ 1,000 in 1950 to 45.6 per 1,000 

197dX on £ace value is m is leading - During the 
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Tiable 20— N of Very Severely and Severely 

Hanidlcapped Elderly by Sex and Age, 1970, 2000 

On thousands) 



S&yc dnd 


1970 


2000 


Percent 
increase 


Males 








65-74 „ 


118 


161 


36-4 




1 / o 












^/ .o 


Females 








65-74 J 


283 


392 


38.5 




489 


932 


91.2 


Total 


772 


1,324 


71.5 


Both Sexes 








65-74 


401 


553 


37.9 


75 and Over 


665 


1,204 


81 .0 


Total 


1.066 


1.757 


64.8 



Sources: Age and Sex specific rates based on Harris, A. Handi- 
capped and Impaured in Great Britain. Social Survey Division, OPCS, 
HMSO. 1971. pp. 5, 236. Social indicators 1976. U.S. Department of 
Commerce^^^ashington, D.C., 1977. p. 22. 



1960s, many elderly patients in mental hospitals were transferred 
to nursing homes with the inception cjf Medicaid. These massive 
relocations were due in great part to financial reimbursement in- 
c^itives since the Federal Government shared the costs of nurs- 
ing home care, while States bore most of the costs of mental hos- 
pital care. 

Institutionalization is clearly related to age and sex. Since 1950, 
the rates for the younger elderly have actually decreased while 
the major increases have been in the population 80 years of age 
and older. In 1970, about half (52.2 percent) wer< .r-j^r 80 and one 
in four (28 percent) over 85. Less than 2 percent o^* :>.zb population 
between 65 and 74 were institutionalized but mo^^ - than 17 per- 
cent of those over 85. Seventy-one percent of the elderly in nurs- 
ing homes and 60 percent of the elderly in mental riospitals are 
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Table 21— Nursing Homes, Homes for the Aged, 
Mental Hospitals (Rates per 1,000) 





1950 


I960 


1970 


M^es 


17.71 


16.27 


14.88 




23.72 


22-41 


22.0O 


"7«i_'7Q 


34.94 


34.36 


37.96 


80-84 

ft<;-i_ 






51.89 
79.97 


58.36 
95.20 


70.49 
122.98 


Females 


14.25 


14.40 


14.55 




23.55 


25.13 


27.03 




39.93 


45.33 


56.35 




65.40 


84.51 


114.22 




97.71 


136.47 


200.15 


Total 


15.70 


15.28 


14.69 




23.64 


23.87 


24.83 




37.30 


40.45 


48.86 




59.39 


73.72 


97.45 








90.59 


120.38 


172.45 











women, differences that increase with age (National Health Sur- 
vey 1973). 

The major reason for institutionalization is that the elderly (by 
and large the frail elderly) are unable to look after themselves or 
anticipate that they will not be able to in the near future. Admis- 
sio- is often preceded by an illness or death of the family member 
who larovided care for the elderly person, or the elderly person 
has no femily and is unable to care for him or herself (Townsend 
and Wedderbum 1965; Brady 1966; Gottesman and Hutchinson 
1974). Gottesman and Brody conclude that: 

Among those in institutions who have families, there is no 
widespread dumping or abandonment of their disabled mem- 
bers^ The notion has been thoroughly refuted by the clinical 
and research literature. Prior to admission of retarded, the 
mentally ill and the disabled, families are likely to have ex- 
tended themselves over a lon^ F»eriod of time to provide care, 
to have tried alternatives, and to have endured severe person- 
al, economic, and social stress in the process. 



^^||^«^vxiat^ need to be compared to the 

^ g TOjfeeg ■ conditions (see table IS). Twent^^one of 

^^|e^E^ai;7: ;^ are in institu- 

^Iplcaae^l^^ thid age group axe handicapped. Kixtety-two of 

^pk ^vg t ii^^ 74 are institutionalized, but 162 per 

I^P^Gfp&^axe; handicapped. These difierences are s^nificant, especially 
l^^sspbe^^ i^^^ that all elderly re^d^its in long-term care 

|.v:!mstita handicapped (IJJS. Grovemment Account- 

p|MC^g^pffice 1971^ iPBEfW^ National Center for Health Statistics 1969). 
g:^^Bsised on c ux x eu t rates of utilization, which have to be viewed as 
l^^-^jqao^^ and the^projected a^e structure of the elderly popula- 

gktfeip '^ is likely that an additional 600,000 aged 

||;i:^^ra33L/^be settings, assuminig there are no shifts in 

f:.;yS0c£B^, pofiqy jnor changing patterns of family care. Of these, over 
^':^^o«le•■hiaIfi^a m will be over 74 years of age. 

i|; jThese' jai^^ howeverv must be put in perspective (table 22). 
s|?^5\Oto and 95 percent of the eLderly 

^j|y^pdpe[^^ in nonmstitutional setting. Almost 

ll^aXtr^de^ persons live in household^ the majority in primary 
l^ dGEUEDdlles^ i^ more than 2S percent lived alone, a per- 

|^OMat^e--:close to that of 1970 but significantly higher than that of 
||2950 (U:S- Accounting Ofi5ce 1971; I>HEW National 

f^;^Gent^ fiMr Health Statistics 1969). Wom^i are two and one-half 
^o t^IK living alone than men. For example, of 

:;t^ 6% minion elderly living alone in 1976, 80 percent 

' •'yi^rex& fismale. Those living alone are also likely to be older; almost 

kmjet 5x1 two are over 74 years of age (U.S. Bureau of the Census 
V1971X 

Tal>ie22 — UvingStatusofElderiy 1950-1970 

(Percentages) 





1950 


1960 


1970 


Total 


1 94 
76 
69 
15 
6 
18 


16.197.834 
95 
73 
56 

12 
6 
23 

5 


20,091.825 
94 
67 
54 
9 
3 
27 

6 


In; Households 


; In Primary Families 

V K^ad or^ of Head 

Parent of Head 


; i Other Relative of Head 

: Lnraig Alone...: . 

; In Instflutions/Group Quar- 
ters ~— 


^>^:^■^^ 1 
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A large number of the elderly are living with their children or 
other relatives as their dependents. In 1970, this represented al- 
most 2% million elderly, of whom 1.8 million were living with 
their adiilt children. Although this percentage has been decreas- 
ing since 1950 (firom 21 percent to 12 percent in 1970), the abso- 
lute numbers have remained co ns ta nt . 

While these data might be used to support the thesis that fami- 
lies are less willing to provide care, this conclusion is not warrant- 
ed since the age composition of the two groups differs consider- 
ably. In 1950, of those elderly living with their children or other 
relatives, 46 percent were 75 or older, and 71 i>ercent were 
women. By 1970, 57 percent were in the older age cat^ory, and 
78 percent were women. The latest data, 1976, show that 62 per- 
cent are the older aged, and 80 percent are women. What seems 
to have happened is not that families are giving up the caring 
function for their parents who are handicapped (note the constant 
ixtstitutional rates over these same years), but that many of the 
elderly who are physically and mentally capable of caring for 
themselves are living alone or with just a spouse. Twenty-five 
years ago there was a housing shortage, especially housing for the 
elderly. Many elderly persons were forced to live with relatives. 
Today, those living as dependents are just that while those living 
alone are likely to be capable, of independent living. 

The elderly do live alone, but usually by choice. Their prefer- 
ence has been and continues to be to live near their families but 
not wilii them. The elderly do want contact with their children 
and other relatives, and, as pointed out in chapter 2, there is con- 
siderable interaction between the generations- By and large, the 
increase in the percentage of the elderly living alone can be inter- 
preted as a positive social trend. As pointed out, the elderly are 
more likely to be impaired or handicapped, isolated, and have 
lower incomes than the general population. Fortimately, however, 
most of the elderly are not. Almost 75 percent are not impaired; 
90 percent are not handicapped- Furthermore, a recent survey on 
the attitudes of the elderly provides strong evidence that for most, 
old age is a positive experience (Harris et al. 1975). Older people 
today are more independent than in the past, possibly because of 
better health status, more adequate housing, increased levels of 
income maintenance, and expanding community support services. 

Regardless of their living status, whether they live alone, with 
their spouses, or with their children, when the elderly person be- 
comes ill or disabled, it is the family who is likely to provide care. 
Under each cat^ory of tasks reported by Shanas and her col- 
leagues, children were the major source of help in one-third of the 
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^^aaBoai^^ liStb tl]^i exc^ beavy housework, the patient's 

|^::|^poc^^ pnmaxy provider of care. It should ^so be noted 

|;;||i^|fl(tK^^^ bathTng, one-third of the care 

p3^^||l|BE^ jgi^^ or others who did not live in the patient's 

^t^muu^o^^ etderiy person was permanently bedfast, 

jwere eiren more lik^y to be the primary care^ver 
ii t^t%msi^ :4B>t^-^.'ai 1968), Bi approximately 40 percent of these situa- 
hetp in housework^ shopping, and preparation of meals was 
by children Hving: in the same household and 10 percent 
by <3iiidrea 1^^ cases were social serv- 

^^^^ m 

P^#^^iT]3k>8e^idK> Irve witli. th^r children or other relatives ar . more 
|:;^:!E3be|y to^'^I^^ female^ and widows. TThey are also more likely 

f ^ ;^iitb^ 1^ consu^eral^ amounts of phys&cal, emo- 

f^^fiaaid^ (table 24). Whereas 12 percent of all 

jl^^^c^fesi^^Kved with their c^ or other relatives, 46 percent of 

ll^^ ^tliie^lsazi^^^ eid»:^ did. Where the elderly hved was also cor- 

i^j^i^^sEbed^^ w^ the severity of the handicapping condiidon. Harris 
f^i:OS7i> fikmd: that the percentage of the elderly living alone de- 




23— Percentage of Eldsriy Who 
Out Various Ftmctions and 



Unable to 
Help 



Major source of help 


House- 
work * 


Heavy 
house- 
work 


Bath- 
ing 


Care 

of 
feet 




37 


25 


42 


32 


ChOd in Household . 


18 


19 


18 


22 


Child CXitside Household 


15 


12 


13 


12 


OthefS in Household . 


7 


9 


10 


6 


Ottiiers Outside Household 


12 


21 


13 


25 


:^Soctal Services 












12 


14 


4 


2 


^ Percent Unable to do Task or 






Have Difficulty 


26 


44 


3 


9 



Applies only to people ill in bed. 

$jS-.Natez- Percentages relate only to those elderly who were as- 
e^se^ed as needing assistance in carrying out these functions. 

Source: Adapted from Shanas, et aJ. O/cf People in Three 
Wilxktstriaf SocfGties, London: Routledge and Kegan Paul, 196&. pp. 



66 FAMnJES. SOCIAL SERVICES, AND SOCIAL POLICY 

Table 24 — living Arrangements of Noninstitutional 
EldeHy With Marked Incapacity (Percentages) 



Living status 



With Spouse Only 

With Spouse and Children 

With Children Only 

With Relatives/Others 

Living Alone 

Total 



Adapted from Shanas. E., et al. Oid Peopte in Three Industrial 
Societies. London: Routledge and Kegan Paul, 1968. p. 217. 

Note: Marked incapacity as defined includes those elderly who 
can tjerform the following tasks with difficulty or are unable to do 
some at alL The six tasks are: (1) go out of doors. (2) walk up and 
down stairs, (3) get about the house. (4) wash and bathe self, (5) 
dress and put on shoes. (6) cut own toenails. 

creased with the d^ree of incapacity and those with the greatest 
level of handicap were most likely to be livii^ with their children. 
Men who are handicapped tend to be cared for by their wives, 
mainly because most elderiy men are married (78 percent). Two of 
every three v.'omen, however, are widowed, divorced, or single and 
rely on children or other relatives. It must be remembered, more- 
over, that three of every four severely handicapped are women 
and three of every four over 74 years of age. 

To appreciate the pressures these frail elderly bring to their 
families, it is useful to reintroduce what handicap means. The 
definitions used in this analysis are related to functional ability, 
those basic activities that people can or cannot do for themselves. 
A handicapped person is one who cannot do tasks that are taken 
for granted for normal Uving. A number of frail elderly have diffi- 
culty and need assistance; others, the severely handicapped, often 
need someone to take over completely. 

One in six handicapped, an estimated 360,000 olderly persons, 
are very severely handicapped (Harris 1971). This group was de- 
fined as those who. were: 

permanently bedfast or confined to a chair, unable to get 
in and* out without the aid of a person; or are senile or men- 
tally impaired, unable to maderstand questions or give ration- 
al answers; or are riot able to care for themselves as far as 



Female i Total 
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1:1 r-E^^^^^^^ fimctiQns are concerned and need assist- 

|5|i:|rf 85 percent of tiie very severdty handi- 

capped axe in this category or sli^tly over 300,000 elderly. 
. ^ . . need l^p in going to or using the toilet practically every 
n^;ht; need to be fisd, dressed or washed; hi^i percentage of 
ti '/ '.- those ^n^K) axe doid^y incontinent. An estimated 15 percent of 
thejvery sev^^y handicapped are in. this cat^pory, or more 
than 50»000 non-institution « 1 TTred elderly. 

Three in 10 handicapped, over 700,000 ^derly persons, are se- 
^'^ver^y handics^c^ped. This group includes those who: 

... have difficulty doing everything or find most thirds 
di£5cult and some impossible. Twenty percent, or an estimat- 
ed 140,000 of the severely handicapped, come tmder this cate- 
gory. 

... find most things difficult, or three or four items dif- 
ficult and some impossible. Eighty percent, an estimated 
560^000 elderly persons, can be so classified- 

i^^y l^ handicapped, numberiiig over 1,200,000 elderly 

persoaiis^ are tibose who can do a fair amount for themselves but 
y-^b^^ with some items. Given that these are rates for the 

^ rnoDznstztutional population, and that the evidence supports the 
r> r^MSt that^ many of the handicapped elderly and most of the severe- 
':-xiy hanclicapped are living witii their children or other relatives, it 
:y^riax3t,^S£Sc:alt to imagine the kinds of pressures they create. The 
: amoiml; and kind of care may vary among families, but most be- 
have responsibly and often heroically. 

Ssunsbury and Grad de Alarcen (1971) report on the d^ree to 
^ -whicdi femflies will tolerate severe burdens in caring for the aged. 
In" a series of interviews with families who had been referred to 
a oocamunity health service, they found that 80 percent of these 
families were experiencing problems, 40 percent severe problems. 
Two of every three elderly members of these families needed 
nursdi^ care, and one in two needed it constantly. The stress on 
: the £Eanily was evidenced by restrictions of their social life (50 
percent of the femilies), decline in the physical well-being of the 
car^^ver (60 percent of the families), and a disruption in domestic 
v^TOutine (36 percent of the families). Given these strains, the au- 
thors found it remarkable that the precipitating factor in seeking 
I help was not the burden on the family as much as a fear that the 
f^padd^entf^s behavior was danjgerous to himself. Moreover, more than 
V^one-tliird of the femilies had endured the situation for over 2 
without seekii^ professional help. 
' Other research confirms the willingness of family members to 
for their handicapped members. Morris (1976> found that 63 
^percent of fomilies with severely disabled aged parents were will- 

" " 6 . - 
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io^-to take the patient into their home and continue care after 
their ynii^^l hospitalization, a finding consistent with that of 
Beggs and Blekner (1970) as weU as Lowther and Williamson 
(1966). This willingness is, moreover, long term and not crisis as- 
sistance. Maddox (19756) reports that among the elderly who re- 
ceive care at home, one in four has received care for over 5 
years, and 73 percent of those 75 years of age and older have re- 
quired care for over 1 year. 

Kewz ^ (1976), in a national study of older parents living with 
their aa*xlt children, has been able to document the specific types 
of stresses and strains associated with family care. Hct findings 
are significant since the sample covers a range of families, from 
those with severely handicapped elderly parents to those famili^ 
whose parents are in reasonable health. In one-third of the fami- 
lies there had been a net increase in the amount of housework 
and chores after the elderly parent moved in. Forty percent of 
daughters housing parents who required care devoted the equiva- 
lent of fiiU-time work hours in that care. Almost 6 of very 10 fam- 
ihes reported that they were spending more time at home and 
less in social activities outside the home. Twenty-two percent re- 
ported that their financial situation was more difficult since the 
elderly parent moved in, and 30 percent of all femilies expected it 
to get worse in the future. Forty percent made physical chang es 
in the home, ranging firom someone giving up a bedroom to add- 
ing or renovating rooms (e-g., ramps or handrails). An additional 
one in three families vsantied to make changes but could not af- 
ford them. Forty percent of the families reported increases in 
stress, including interpersonal conflicts, feeling restricted* anx- 
ious, tense, and physicaUy rundown. These stresses were associat- 
ed with the functional ability of the aged parent: The more the 
child had to wash, dress, feed, etc., the more likely the stress. A 
remaricable finding, however, was that 90 percent of the adult 
children were mostly satisfied with these living arrangements, 
and only 7 percent were dissatisfied- 

This book b^an with the assumption that both the State and 
the family had responsibilities in the care of the dependent and 
especially the handicapped. In terms of the frail elderly, the faxor- 
ily is clearly carrying its share. Large numbers of handicapped el- 
derly persons are living and being cared for by their children and 
other relatives — far more than are in institutions. Evidence is 
available to show that the social, emotional, financici. and phy^- 
cal costs are considerable, and yet families want to do so. ITie 
State's function or contribution to the sharing of responsibility 
through the social welfere system is examined in chapter 4. 
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^^n^fies With Severely Retarded Children 

Families providing care to severely retarded children are differ- 
exkt from tihose with firail elderly in a number of ways. Altiiovigli 
. tile intensity of the stress and the nature of the demands are 
often the same, financial, physical* emotional, etc, the diSer- 
: ences warrant a separate analysis. The aging prcx^ess is perceived 
as normal, one which most people will experience. Furthermore, 
even thoc^i a number of eld^iiy become dependent upon their 
^lildren or spend their last das^ in an institution, for most of 
th^r lives they w^re independent. Elven the relatives providing 
care far the 2% million elderly living in families as dependents 
know that this will end in a matter of years and they can pick up 
their lives after their parent dies. In most cases, also, these fami- 
lies have led normal lives b^icnre these demartds were made. 

Given the medical and technological advances of the past few 
decades, the severely mentally retarded child can be esqpected not 
only to survive childhood but the majority will live an adult life. 
Parents are confronted with the possibility of providing care for 
the rest of their lives, unless they decide to place the child in an 
inst i t u tion. For these families, a ^'normal life'' has to be redefined. 

As .argued earlier, an analysis of these two different, but in 
other ways similar, types of families should provide some ins^ht 
into the kinds of social policies that might be developed. Addition- 
ally, their experiences should be generalizabte to most families 
caxii^ for handicapped members. Services that support families 
caring for a firail elderly parent or severely retarded child should 
not be too different in principle from those with, for example, a 
child with cystic fibrosis or a young adult who is a quadriplegic. 
While the handicapped individual requires specialized services, 
the femily is likely to need more generic services. 

Unlike the issue of elderly and family care, there are little sys- 
tematic data available for analysis. An historical data base does 
not exist, and even current data often cannot be synthesized. Re- 
searchers use different categories and even different definitions in 
their work. Since 1973, the World Health Organization's classifi- 
cation has been used in this country. Four categories are current- 
ly usedr profound (IQ '^ss than 20); severe (IQ 20-35); moderate 
aQ 35-50); and mild (IQ 50-70). A profoundly retarded i dividual 
requires constant care and supervision; while adults may achieve 
limited self-care, they need nursing care. Severe retardation is as- 
sociated with limitations in motor and langu£^e development. 
While the individual may not be completely dependent, he or she 
will need complete supervision to develop self-maintenance and 
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seLf-protectdoii skills. Moderately retarded individiials are slowr in 
tfa^ development but are able to learn to care for tiiems^ves. As 
adnlts they are capable of a degr ee of self-maintenance under su- 
pervision <JJ JS, Department of Health, Education, and Welfare, 
Office of Human Development, 1975; Grossman 1973). 

While criticisms are made of a classification system based on in- 
telligence testing, Tizard (1974) has argued that: 

For epidemiological purposes the value of assessi ng grade or 
severity of mental handicap in terms of IQ is very great . . . 
Moreover, weU established epidemiological findings indicate 
tiiat the traditional distinction between idiots and imbeciles 
or severely retarded persons on the one hand, and morons, 
feebleminded or mildly retarded persons on the other, is a 
meaningful one biologically and socially. 

The emphasis in this study is on families with severely retarded 
children defined as those with IQs 0-50. Abramowicz and Richard- 
son (1970), in reviewing 20 of the more "rrfiable" epidemiological 
surveys, have concluded that the prevalence of severe retardation 
is somewhere between 3 and 5 per 1,000 poptilation- Conley (1973) 
has offered age-specific prevalence rates w^ch show slightly 
higher rates for children than adults. 

The prevalence of severe mental retardation shown in table 25 
is drawn from the studies of Tizard (1974) and KushUck (1964). Al- 



Table 25 — Estimated Prevalence of Severe Mental 

Retardation (m thousands) 



Year 


Under 
15 


15 
and over 


Total 




146 


243 


389 




200 


271 


471 




208 


320 


528 




184 


377 


561 




209 


411 


620 




211 


449 


660 











Note- The rates used were: For the population under 15 years of 
age. 3.6 per 1 .OOO; for the population over 14. 2.2 per 1 ,000 giving a 
total prevalefice rate of 2.5 per I.OOO. , 

Sources: PopulatiorT fioures for 195O-2O0O were derived from So- 
dal IntScators 1976. U.S. Department of Commerce. Washington, 
D.C.. December 1977. p. 22. 
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♦KongK -tVt^ are sli^itiy more conservative than C<mley^s esti- 
'^xaates^'-tbea^ have the sdvants^e of betng replicated a nmnber of 
idaaaes^Tbis peak fxrevalenoe rate is estimated at 3.6 per 1,000 per- 
soa» aged 15 to 19. This prevalence rate is probably dose to the 
tnie iMPevalence rate for all age groups up to 15 insofar as severe 
xetardaticMi is almost always present from birth or early infancy 
CISzaxd 1972>. 

Given these rates, it can be estimated that there will be 561,000 
severe^ retarded persons in the United States by 1980. Over 
I8O»00O win be severely retarded children- 

The proiectiofla» for the next 20 years are based on extremely 
conservative assuas^ytions. They be^in with the position that the 
prevalence »Q<xig'ciiildren will not increase substantially (Tizard 
ISTT^Jt,. and tiiat the possibilities of preventing severe retardation 
are H^nite^ given current knowledge (Department of Health and 
Social Services. Better Services for the Mentally Handicapped 
1971X Tlae^projectaons further assume that the ratio of children to 
atfaftff mm remain the same^ 1:2, although, as many more sev^:ely 
retanfe<^ chSdren now are surviving to adult life, the number of 
adnlt retBrdsAes is increasing CKzard 1972). Therefore the rate of 
2:2 per 1,000 £or the population over 14 years of age will possibly 
be TiirTiTT Besardless, the figures are usefiil, especially for the 
yovrngear age ^cwip, and off&r reasonable estimates for (banning 
future .tMiiL vices. 

Severe retardation usually brings with it a range of physical 
discnrders such as epilepsy, visual, hearing, and sprech defects. 
Ai»amowicz and RicJiardson (1970) found that approximately one- 
half of all severely retarded persons have at least one additional 
handicap and that one in four have multiple associated han di caps. 
Their findings are supported by other studies CConroy and Derr 
1971; Tizard and Grad de Alarcon 1961; Moncrieff 1966; Bayley 1973). 
Table 26 gives estimates of type degree of physical and behavior- 
al difficulties associated with severe retardation. The Kushlick rates 
are used in this study since Kushlick reports on functional dis- 
ability, is specific to severe mental retardation, and documents 
the differences between children and adults. The Abramowicz and 
Richardson or Conroy and Derr studies were not used since these 
researchers reported on diagnostic categories and did not distin- 
guish between levels of retardation. 

One in five of all severely retarded persons needs assistance in 
personal care functions; one in ei^t has severe behavioral prob- 
lems, and one in fourte^i is incontinent. With the exception of be- 
havior problems, those under 15 years of age are more likely to 
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With 



Incapac^fty 



Under 
15 



15 and 
over 



Total 



Nonambuiant. 



Behavior Oiffictdties Requiring Constant 



Severely Incontinent. 
Needmg As s i stan ce to Feed, Wash and 
Dress 



No Physical HancScapw or Severe Be- 



Total — 



24.06 

14.06 
12.55 

28.33 

21 -OO 
100.00 



6.23 

11.23 
5.20 

15.49 

61.85 
100.00 



11.45 

12.06 
7w34 

19.25 

49-90 
100.00 



Source: Adapted from Better Services for the Mentally Handh- 
cappe€t Cmnd 4883. HMSO. 1971. Table 1. p. 6. 

have assocsated bandicaps. Children are twice as likdy to be in- 
contin^it and need assistance in personal care functions and foor 
times more likely to be nonambnlant. Gigbty percent of the se- 
vec^y naentally retarded <di2ldren are likely to have a physical or 
behavioral problem, compared to 40 percent of the severely retards 
ed adults. 

Based mi the i»:evalen<:e rate of 3.6 per 1,000 for this age group, 
over 44,000 severely mentally retarded children are nonamboTant; 
52,000 need ass^tance in feeding, washing, and dressing; 23,000 
are severely incontiiien.ti and almost 26,000 have severe behav- 
ioral innoblems. 

Severe mental retardation is not, then, just a m easurement of 
the iziteIHgeace level of an individual , For children it m e ans that 
someone has to provide care and supervision over and above what 
'"normal" children require. This decision to maint.?^in the child in 
the fiomily setting seriously affects the family life of the other 



Qneof the more critical areas affected is the physical health of the 
primary caregiver. Hewett <1972> and Tizard and Grad de Alarcon 
(19GX> found that 14 percent of mothers with severely retarded 
xduldren. weie in poor health, .12 percent were run down, and 60 per- 
cent experienoed periods of depres^<m. Holt (1958) found almost one 
in fivemothers exhausted at tbe-time of her surv^. The presence of 
& sever^br retarded cfaUd means additional hous^old chores (Al-> 
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4^ po'cetrt* of 

eacwHHti^ X and conaaderaMe 

oC fj^jpuaijt, 



oC social isolation. Holt <1S5^ ftnmd that 66 
notOTriM^ isolated. FortfaemKMne^ 74 per- 
j n etar ded dnldren £elt ^iat their nei^K- 
^^ tfif^ 'ifcjaaMlii'-^^ip t^tff^^^lwM nniii M iiil Ti with their ^il- 
teOin^Js that in 4^ pexoent of tiiese £ani- 
w-re never' to fgo oat together. These find- 
fagr otiier researchers who r ep ort that xMrmal 
iSwwtMwi in 5(> percent of £amilies with severe- 
<di3dDen and in 15 pet c ent , a e ver ly limited (TSzard and 
^Qiad^^^ Aiarcon IS In their survey con do cted in Was^iington 
'"^hpdf^^ y^Myjrfi ■ ^ al. (1971> fixmd that the presence of a retarded 
<iaidj^d yyrset y afifected vacations <3S percent of Uie &nuiies>, geo- 
ility<33 p eMa mtXte ci eati op08percent);>socialacthyities 

of obtemaing featby^tters <28 peroentX These 





t f^i£ >iy^-*^ ly lOTgp- ™ ^ other stodSes. The 

st^gnia±ized. Whether thc^ vrere actnalfy 




by the ooamumitgr <Mr had chosen iscrfation tfieiTisplv cs is 
tSdxmeil and Watts 1956; Kershaw 1965; Pec^ and Ste- 
I960; Gottfieh 197^ Justice Bindley, and O'Connor 1971). 

iiK»e to raise and care for than nonhandicapped chxl- 
Sow mo^ more the additional costs are, however, remains 
Aldrich. et (1971) foond in 44 percent of lamtlles that 
imancial prot^ems associated with the care of a retarded cbild ad- 
'oers^ a£fected the £amily% lifestyle. In their studies, H<^ (1958) 
reports tiiat 29 perce n t were fared with additional expenses and 
Dcmlap (1976), 27 percent. 

It is also known that the severity of the retardation is correlat- 
ed with levels of personal expenditores- Althou^ the data as pre- 
sented are difficult to use, Aldrich demonstrates that paxexu. 
widt children who are profoundly or severely retarded are much, 
moce Kkely to spend over $5,000 (the categories used are $1-$100, 
^$K^-$l,O0O, ^,0Ol-$5,00O, and over $5,000) for services, while 
thcioc with mildly retarded (diildren are likely to spend signifi- 
cab^ily lower amounts (Aldrich et aL 1971). The study, however, is 
j a c ? vcicly in that age is not controlled for and these cost 

:Qgiires ca lifetime expemfitures have not been standardizf^ . One 
Stodbr, restricted to medical care expenditures, is significant. Al- 
tliu u tl ^ :tbe <iata include a range of chxrcmic illnesses and levels of 
ineverilTV Saltr and his colleagues provide the type of detail usefiil 
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for analysis (Sultz et al. 1972). They found, for example, that these 
families spent, on the average, 6.6 percent of their mean gross in- 
come for medical care for the chronically ill child, and 16 percent 
reported medical expenses exceeding 15 percent of their annual 
income. At the time of the survey, mean out-of-pocket expenses 
for American families (care for all members) amounted to only 5.5 
percent. 

Sultz was also able to show that reported medical costs varied 
little by level of family income but that out-of-pocket expenses as 
a percentage of family income were significantly higher for low- 
income families- Families in the lowest income bracket were ex- 
pending 16.5 percent of family income for medical care, compared 
to only 4.1 percent for those in the highest bracket. Furthermore,, 
those with higher family incomes benefit from income tax policies. 
(See table 27.) 



Table 27 — Mean Costs for Total and Out-of-Pocket 

Medical Expenses 

Gross Family Income 





<S3.50O 


S3.500- 
S4.999 


' 

ss.ooo- 

$7,499 


$7,500 and 
Over 


Dollars 


Pet. 
in- 
come 


Dollars 


Pet. 
in- 
come 

' 1 


Dollars 


Pet. 
in- 
come 


Dol- 
lars 


Pet. 
in- 
come 


Total 

Out-of- 
Pocket ... 


$1,141 
S405 


46.8 
16.5 


31,134 
S404 

1 


26.5 
9.6 


r 

$1 ,026 
$477 


17^ 
7.9 


$896 
$404 


8.9 
4.1 



Source: Adapted from Sultz. H., et al. Long-Term Childhood Ill- 
ness. Pittsburgh: University of Pittsburgh, 1 972. Table 6.4. 



Finally, the presence of a handicapi>ed child creates stress in 
family relationships- Wolfensberger (1967) suggests that the family 
of a retarded child is faced with three tjrpes of crises. The first 
crisis is that which is most likely to occur when the diagnosis is 
made to unsuspecting parent. 

At a point of great vulnerability, an unexpected event disor- 
ganizes the parents* adjustment as when they are told that 
their baby is a "mongolian idiot." The parents realize that 
the event is rare and that their expectations have to be radi- 
cally revised, but they know virtually nothing about what the 
realistic expectancies now are. [The crucial element here is 
not retardation at all; it is- the demolition of expectancies. 
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The second crisis is described as a value crisis. 

Retaiidation and its manifestations are unacc^tabie to many 

Eersons for a number of reasons. . . . Fear or social and ab- 
orreace of physical stigma* censure by inlaws, feelings of 
g:uilt or failure, and other essentially subjectively determined 
angiaaati inay contribute to the value crisis. 

t /nie third is the reality .crisis. 

Forces eactemal to and only partially controllable by the par- 
^ents- result in situations that make it impossible, exceedingly 
dxfiBcult, or inadvisable for the retardate to remain integrated 
into the family or the community. 

Some researchers have argued that parents of a handicapped 
child experience severe strains, often resulting in marital break- 
down (Bone, Spain, and Martin 1972; Farber 1975; Farber and 
B;3rckman 1965; Farber, Jenne, and Toigo 1960; Farber 1960). Par- 
ents have been described as both angry and guilty, angry that it 
has happened to them and guilty that they might be responsible 
(C6hen 1962; Bead 1958). Another speaks of the ''chronic sorrow^' 
parents live with (Olshansky 1962). The trauma that brings on bit- 
terness, guilt, and shame in turn contributes to serious emotional 
iproblCTos, quarreling, and, in a ninnber of cases, disint^ration of 
femily relationships. These strains are felt by more than the 
handicapped child's parents. A number of parents felt that their 
normal children were experiencing problems, including role ten- 
sions (Fowle 1968; Tew and Laurence 1973). Holt (1958) fotmd that 
some siblings resent their parents paying too much attention to 
the handicapped child, and often they are embarrassed when in- 
teracting with their peers. 

It is & gross understatement to say that these families are "at 
j^sisJ* The problems and demands that they are experiencing are 
i sts^sgering. For two sets of reasons, it is reasonable to expect that 
most families with severely retarded children would seek to insti- 
tutionalize them. Throughout this century, especially the first 60 
years, official policy and profesfflonal practice have supported 
institutionalization as the most desirable alternative. Families 
wbo did decide on institutionalization were not likely to be stig- 
matized. In fact, the evidence seems to suggest the opposite. Fami- 
lies who decided to care for the retarded child felt isolated from 
the rest of the community. The second is related to the changini? 
expectations and aspirations of women — ^historically the primary 
caregivers in this society. In chapter 2, Carisse's study of "irjxova- 
tive women" was discussed. Within her framework of three basic 
value orientations, only women with traditional values toward 
marxi^^ family, and child care can be expected to willingly pro- 
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vide care for their severely retarded children. Women with tradi- 
tional or pre-industrial orientations accept their dependency on 
their spouses, believe the male should be the primary wage earn- 
er, and, most importantly, feel that women should devote full 
time to childrearing. In a post-industrial society, these values are 
nonexistent or at least deemphasized. As mentioned above, the 
family provides an environment for individual growth and devel- 
opment. The family as a social organization is secondary to the 
individual. Parents as individuals are not expected to live for 
their children, and tasks or functions are not sexually deter- 
mined. Moreover, self-development is best achieved through extra- 
familial relationships and, in most instances, through paid em- 
ployment. 

Caring for a retarded child is contrary to these values. Parents, 
especially mothers, live foi their handicapped children. Extrafa- 
milial activities, whether social or recreational, are curtailed. In- 
dividual lifestyles and self-fulfillment (post-industrial) ar^ diffictilt 
if not impossible, since so much time and attention Gxe given to 
the handicapped member of the family. The wife suid mother is 
especially penalized since it is she who most -rten becomes the 
caregiver. 

Given these shifts in values and the probability of a high degree 
of ambivalence among adults during this period of transition and 
social upheaval, it can be argued that decisions to maintain a se- 
verely retarded child in the home and not to seek 
institutionalization are not to be expected. Furthermore, it would 
seem reasonable to find growing rates of institutionalization. 
What has been the experience? 

Over a 20-year period (1950-1970), there has been a 50 percent 
increase in the number of persons residing in institutions for the 
mentally retarded (table 28). This growth, however, has been un- 
even- Sixty percent of the increase occurred between 1950 and 
1960. The decade of the sixties shows a slight slowdown. The insti- 
tutional rates have increased from 89 to 99 per 100,000 population 
(11 percent), but this cannot be interpreted on face value as evi- 
dence of recent unwillingness on the part of families to provide 
care. As was pointed out above, up until the mid-sixties, the pre- 
vailing professional practice was to recommend early 
institutionalization and families more* often than*not complied. 
Earlier institutional rates show even higher increases. In 1920, for 
example, the rate was imder 40 per lOO.OQO; 20 years later it had 
doubled (Baumeister 1970). 
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Table 28 — Mentally Retarded Patients in IMental 
Retardation Institutions 1950-1970 





1950 


1960 


1970 




125,650 
8,539 
134.189 
89 


160.225 
14,502 
174,727 
95 


176,103 
25.889 
201.992 
99 





Sources: Oecennial Census of the Population. 



Canley (1973) reports that the total institutional population was 
doeer to 269,000 in 1970. These additional 67.000 persons included 
those retarded persons in schools for the blind, deaf, mental hospi- 
tals^ reai^ treatment centers, chronic disease hospitals. Fed- 
.|,:!eral and State prisons, and general hospitals with psychiatric in- 
patient services. This larger nxmiber would give an overall rate of 
per 100.000. However, proportionately as many, if not more, 
ixetardates would have been residents in these institutions in the 
pearlier decades. It should also be noted that these figures include 
the inildly retarded as well as the more severely handicapped. 
A^pe-specific rates of institutionalization do show significant 
; s t iifls over the past 20 years. While the overall increase between 
'^1950 and 1970 was 11 percent (table 28X much higher increases 
are found in the younger age groups. Although the rates for those 
voider 5 years of age are considerably lower than the other age 
categories, the rate of increase for this group was the highest (76 
p^Tcent) compared to 35 percent for* those between 5 and 9 years 
<^ age and 15 percent for those between 10 and 14 years of age. 
The data show a sli^t decrease for those between 15 and 19 years 
of ^e... These shifts are directly related to the overall age composi- 
tion of these public institutions. In 1950, on*^. in three re^dents 
was under age 20. In 1960, two of every five were under 20 and by 
1970, one in two. (See table 29.) 

Admission rates have increased sli^tly between 1950 and 1965, 
fix>m 7.3 to 7.8 per 100,000 population. The highest rates are found 
among children between 5 and 14 years of age. However, all £^e 
groctps with the exception of 5 tnrough 9 years of age show de- 
creases. Those admitted are likely to be younger than previously. 
In 1950, 79 percent of all admissions were for persons under 20. 
B(y 1970, this groinf accounted for 85 percent of all admissions. 
i(See table 30). 
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Table 29 — Mentally Retarded Patients in Public 
Institutions for the Mentally Retarded (per 100,000 

population) 



Age 


. — 

1950 


1955 


I960 


1965 


1970 






11.9 


19.8 


17.1 


19.2 


21 .0 






53.7 


67.9 


77.2 


85.1 


72.9 


10-14 




124.9 


130.6 


139.8 


151.9 


143.6 






181.6 


185.7 


197.9 


194.1 


178.6 






151.6 


167.3 


177.1 


178.8 








118.8 


118.4 


123.6 


132.8 








64.1 


67.2 


66.2 


66.0 





Source: Public institutions for the mentally retarded — ^Trends In 
caseload, manpower, expenditures. Social and Rehabilitation Son/ice, 
DHEW, July 1968. 



Table 30 — Admission Rates to Public Institutions for 
the Mentally Retarded (per 100,000 population. Age at 

Admission) 



Age 


1950 


1960 


1965 




10.7 


11.1 


9.9 




17.6 


19.9 


21 .9 




22.9 


20.8 


21 .9 




19.4 


17.8 


15.9 




6.6 


5.0 


5.1 




3.3 


2.0 


2.0 




1.2 


1.0 


0.7 




7.3 


7.6 


7.8 



Source: Public institutions for the mentally retarded— Trends in 
caseload, nranpower. expenditures. Social and Rehabilitation Sen/ice, 
DHEW. July 1968. 



The final part of the equation is discharges. In 1967, the median 
length of stay in public mental retardation institutions was 16.4 
years (Report No. 1 from the Social Security Survey of Institution- 
alized Adults 1967). This was considerably higher than other long- 
term care institutions (psychiatric hospital — 8.1 years; chronic 
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^itlear^^^^^y^tsh '^'^ three adults remained 

s^^tutio^® for ^r to^^"* ox»® ^'^^ fcir 20 years or 




31- 




Tiffie of the C^^us 



Of 




I960 


1970 


32 


42 


61 


66 


83 


80 


87 


78 


90 


61 


78 


6? 



of st^yfor ^erent^ fit^ul^. be de> 



— ^ «.,v.^nsas ^«reau repo*^ on those individu^ ^l^o were 
5»» ^^^^ residence 5 b^or^ ^ cet^"^^ W^- 

^^ere ^ be sot^^^ Jecrea^ leng«i of ^ Where- 

'TS perc^ of ^ "^^^^i^Ws i^^?^ ^^fre ^ least 5 

y^^rs, lie^nt^ge sroPP^ ^ 67 percent m 13^^ .^bis de- 
^^s'^^ "^^^^ever, ^U^yted f^r by ti^^ ^^^It P<^P^ti^^, Among 
S to 1^ th^ percentage increase^ ixxarkedly. 

is o^^U^y afferted by tbe ^*^^»istics o*" 
retajf®? ^^son. especiaUy tbe d^re^ their *^di^p. Taijan 

09^^' ^ early study V ^^^titutioi^ ^.^tior»» f^™^ 
tb^t resid^t^^ bel^^a ^ 14 and j^d the high^ rates of 
^sci'^^^ biL^ admitted, those betv^^^ O and 9 

tbe O^e in t*«^ Voun^ chJdre^ ^tl!^**^ 4 years of 

aarP*^^°;>ose discharge ^ere likely j^ve iQs ov^^^ (^.^er 60 
per<^^ ^'^J' W witb IQs 5(^69 and ove^ percent of ^ith IQs 
lO orW^^^), si^t^y na^re than 5 Perc^^t of those >vitj^ jqs under 
20-«^^ ^^^^^iharged, and ^'7^ ^ese data ^uggest that 

^^en very y^ ehildren admitted ^ ^ hkely ^^gcverely 
^t^rded ^d have ca^tipi^ j^dicaps, ^ ^^^^cant Pe^^^^tage die 
vnt3^ a f^xv y^ars of adj^^igsion, and those ^^ve tend to 

ren'^ m t^^ i^j^titution f^r l^'^^ P^'^ods 
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More recent data on California's institutional population show 
that almost one>half (49 percent) of the residents were profoundly 
retarded and an additional 25 percent severely retarded. Ninety- 
three percent of the residents had IQs less than 50 (California De- 
partment of Mental Hsrgiene, 1975). A national survey reports 
that 44 percent of residents in public residential facilities ha;ve 
IQs of less than 20. and 30 percent have IQs between 20 and 35 
(Scheerenberser 1976). 

Table 32 — Median IQ of First Admissions to Pacific 

State Hospital 



Age in years I Median IQ 



Under 5 

5-9 

10-13 

14-15 

16-17 

18-24 

25-34 

35 and Over 
All Ages' 



Source: Adapted from Tarjan. G.. et al. The natural history of 
mental deficiency in a State hospital: Probabilities of release and 
death by age, intelligence quotient, and diagnosis. AMA Journal of 
Diseases of Children, July 1 958. pp. 64-70. 

The institutional population is also younger than it was 20 to 30 
years ago. In 1950, 32 percent of this population was 35 years of 
age or older; by 1970, the percentage was 24.6 percent. During 
this same period, the percentage of those under 5 increased from 
1.5 percent to 3.9 percent auad for those between 5 and 9 years of 
age, fix>m 5.6 percent to 11.5 percent (U.S. Department of Health, 
Bducation, and Welfare 1973). 

The last piece of information needed before concluding that 
shifts in patterns of care provided by families are occurring is 
related to the percentage of severely retarded persons in institu- 
tions. The trend may be toward younger admissions and feyirer ad- 
missions of the less severely handicapped, but "how many of 
the severely retarded are in institutions and how many are in the 
community? 
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19.0 
21.9 
49.5 
57.2 
57.5 
54.3 
39.2 
40.0 
42.9 
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Table 33 — Institutional and Nonlnatitutional Severely 

Mentally Retarded 





Estimated 
Number 

of 
•juvui uiy 
Mentally 

Retafded 


Rest- 
dent 
Popula- 
tion In 
Mental 
Retarda- 

tion 
Institu- 
tions 


Estimated 
Number 
of 

Gcvorely 
Mentally 
Retarded 
in 

InstitLi- 
tions 


Percent 
Not in 
Mental 
Retarda- 
tion 
Institu- 


t9SO 


146,000 


25,845 


23.260 


84.07 




243.000 


108.408 


97.567 


59.85 










(68.94) 
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Under 15 


20O.0O0 


46,269 


41.642 


79.18 




271,000 


128.458 


115,612 


57 34 










(66.61) 


tS70 










Under 15 


208.000 


48,141 


43.327 


79.17 




320.000 . 


153.851 


138.466 


56.73 


• ■ . L 








(65.57) 



The data in table 33 assume that 90 percent of the resident pop- 
«l«ion are severely retarded (IQ below 50). Ei^ht of every ten se- 
^"^tiely retarded children and sli^tly more than two of every 
tbree of all ages are not in institutions, ratios that have remained 
feirfy constant since 1950. Not all of these are being cared for by 
tiheir famili es- A number may be in fostercare, nursing homes, 
hoaztiing homes, hostels, or other facilities. While it is impossible 
**> determine the numbers involved, it is fair to estimate that, at 
feast for children, most live with their family if they are not insti- 
tutional residents. This suggests that more than 165,000 severely 
retarded children will be living with their |>arents or other rela- 
tives in 1980. 

fiarlier, the problems and strains associated with the presence 
a severely handicapped child were discussed. Despite these. 
Viost feunilies either do not seek or delay institutionalization. The 
naajority appear to develop a number of coping mechanisms 
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(Hewitt 1972). Although as noted in table 26. the incapacities asso- 
ciated with severe mental retardation are considerable, those who 
are institutionalized are likely to be even mc-e handicapped. In a 
Social Security survey of 75,000 caregivers who had institutional- 
ized their retarded relative, the following reasons were given 
(table 34). 



Table 34 — Reasons for Institutionalization 



Reason 



Needed Permanent Care 

Had to be Watched iod Looked After More Carefully. 
Needed Special Training 



Per- 
centage 

49.8 
42.8 
36.5 



Too Hard to Handle at Home 4 27.5 



No One to Look After at Home. 



13,1 



Sources- "Reoort Number 1 from the Social Security Survey of 
in^^^ized SSults: 1967.- DHEW. SSA, Office of Research and 
sSS^^5?1 971 and reported in Mantsf Re^^atfon Source Book of 
DHEW. Washington, D.C.: Supt. of Docs.. U.S. Gov. Pnnt. Off.. 1972. 

In studies of families who had decided on institutionalization 
and families who kept their children home, significant differences 
were identified. Hobbs (1964) reported that the institutional group 
had a higher incidence of antisocial behavior and were more like- 
ly to be from broken homes. Graliker (1965) found that the insti- 
tutionalized chad had more severe and multiple handicaps and 
that 68 percent of their parents showed significant emotional 
problems requiring professional help. In yet another survey. Wolf 
and Whitehead (1975) found that 92 percent of the famUies choos- 
ing institutionalization mentioned disruption of family life as a 
major contributing factor. Unfortunately, none of these studi^ 
has identified how long even these families provided care. Still, 
long-term or permanent institutionalization among children does 
not appear to be the norm. When a chUd is placed, he or she is 
likely to be severely handicapped, causing problems associated 
with brfiavior or management, leading one researcher to suggest 
that "in spite of the obvious hardships which many families had 
to bear in caring for a mentally handicapped child at home, the 
proportion who wished for institutional care was small" (Tizard 
1972). 
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Tbm overriding teue in this study is the nature of the relatif>n- 
flliip between liuniliee end the State in the provision of care to 
iwndic apped individuala. A basic assumption is that the caring 
Amction should be shared by both social institutions — that sach 
has a re^onsibility and each a contribution. Furthermore, it is 
Wgued that neither has the esources to function as the sole care- 

qghwr. This c h a p t er has examined the first part ot the equation — 

!^ie £uni|y as provider. 

-fl:Tb» ^lapfeer filst examined the nature and extent of handicap- 
ping co ndit S o M s . It was pjlnted out that almost 10 million persons 
have some impairment. Of these, approximately 2,7 million are 

i ^wm ^c ap ped inaofor as they are functionally disabled, and over 
1 mOlion are severely handicapped. And yet, the total institu- 
tional population in this country (including prisons) was only 2.1 
minion persons, or 1 percent of the population. Given this, it can 
be argued that significantly more of the handicapped aie living in 

- ncwnin stitutional settings and that a considerable number are liv- 
Kog with their families. 

' The analysis then shifted to two groups of handicapi>ed per- 
aone— the frafl elderly and the severely mentally retarded chil- 
dren. Jt was felt that a more detailed discussion of these two 

^9?oups would be useful in determining the extent to which fami- 

^ilSes are providing care and the impact the caregiving function has 
v On fiuaily well-being. 

; Two and three-tenths million elderly are handicapped, 1 million 
severe^ handics^vped. Although the elderly account for 63 percent 
of all handicapped persons, they represent less than 10 percent of 
the total population. More than one in ten ^erly persons (11.3 
piuoent) are handicapped, and, one in twenty severely handi- 
capped (5.3 percent). However, the percentage of the elderly insti- 
tutional population has remained £Eurly constant, between 5 and 6 
percent. Twelve percent of the elderly or 2.5 million persons are 
living as dependents with their adult children or other relatives. 
Both the institutional population and those living with relatives 
tend to be older, female, widowed, and handicapped. Based on 
populaticm projections, this at-risk population is expected to in- 
crease at a much faster rate than the population as a whoie. This 
should, in turn, result in greater demands on the institutions and 
oar* families for the provision of physical and social care. 

By 1980, there will be an estimated 561,000 severely mentally 
retarded persons in this country. Of these, 180,000 will be chil- 
irer 2>espit;e the fact that severe retardation is associated with 
ooultiple handicaps, 80 percent of the children ar» not residents in 
cnstsbotions. Most, in fact, are living with their parents. 




92 



84 J.'AMIUES, SOCIAL SERVICES, AND SOCIAL POLICY 

Recent surveys of values and beliefs associated with family life, 
marriage, expectations, and roles of adults would argue against • 
family care. It is demanding, disruptive, and requires family 
members, especially the mother, to make m^r a<^)ustments to 
family life. Although there are alternatives, e.g^ nursmg homes 
and institutions for the mentally retarded, most families apparw 
ently choose to provide care, often for long periods. 

However, there have been slight shifts in institutional trends. 
While the data are inconclusive at this time and the long-term 
pattern is still unknown, it is clear that once a pUcement u 
made, it usually means Jong-term care. There is also some evi- 
dence to suggest that far Uies who are not pro\-ided support are 
less wUling to take handicapped members back into their homes 
after an admission to an acute-care facility. 

This chapter identiHed the pressures and strains both sets of 
families (those caring for handicapped elderly and those caring 
for severeU retarded children) are experiencing. Not all famUies 
are expericr ring all of these stresses, but all of these families are 
**at risk" in that statistically they are more likely than famiiiet» 
without handicapped members to have these problems. There ere 
signircant commonalities in the types of strains amo^ botn 
TOups of families. In fact, they are probably common to fanulies 
providing care to aD of the physically handicapped. In turn, these 
pressures can be translated into the services that families could 
benefit from. These pressures include: 
Additional financial costs 

TtoTconsumed in personal care, e.g., feeding, washing, dress- 

^Bculty with physical management, e.g.. lifting, ambulation 

Interruptions of family sleep . 

Social isolation, attitudes of neighbors and kin 

Limitations in recreational activities 

Handling behavioral problems . , j 

EHfficulty in shopping and other normal housenold routmes 

Limited prospects for the future 
The next two chapters examine the other part of the relation- 
ship the social welfare respoiu^- First, the oi^anizational response 
is analyzed, foHowed by a discussion of how the n^jor resourc^ 
the human service professionals— interacts with faimli^ provi*. 
ing care Is there a shared responsibility, one in which support 
s^ces are made available to families retaining the primaiy 
car^iving function? 
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Chapter 4. 




j^^y**^ » the mos t desirable, effective, and feasible division of 
re^poaflftality between the family and extra^familial xnsdtutioas 
r Jn nmtinff the needs of individuals^ and in what ways can these 
; -insrftitr ions relate to ea^ other to fnaTrimfm benefits?" As intro- 
dnoed in chapter X, the <itiestion has provided the framework for 
.labm^Midy.The question evolved from the fhct that the structure 
; ^ the Wel&re State depends on a set of assumptions concerning 
rfwpon a ib il it ies which famflieo are expected to cany in provid> 
- iBC care to the handicapped and other dependent persons and a 
>^set c^coiMfifcidns^u^ this re^xmsibility is to be shared or 

^f^^^^*^ <'^''^hy' society, Later» this statement was fTfp»ndf>d, and it 
: wm aiEsued that both institutions* the fomily and the State, had 
^Mlea to play, that each shared this responsibility, and that nei- 
tlier coold function effectively without the other. This relation- 
ai]q> is best understood by analyzing whether social welfare meas- 
tnes support the fieonily as a primary social service or whether 
j ?*^ Z^^^y^ carimf function. The notion as formulated, 

however, requires some elalxMcation. The State can substitute par- 
tially by ass umin g certain functions and leaving others with the 
&mily. An example of this is the development of social insurance 
programs through which the State assumes responsihility for pro- 
yi^ng financial support to the elderly. In principle, this program 
is a nu^lor break from the earii^ Poor Law tradition that re- 
quired children to support their parents. In a sense, then, the 
^ te A « r, in assuming this function, has substituted in part for the 
fiunily. Homemaker services are another examine of partial sub- 
stitntion. These services make it possible for elderly persons to 
maintain ind^>endent living by carrying out various domestic 
fioEK^ions children might have done in the past. Both of these 
sendees support the individual elderly perscm by partially substi- 
Uilin g for the feinily. If the handicapped perscm is institutional- 
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amd. on the other hand, the social welfare system V^'^ 
caring function completely. The staff and other ^f^?^.^^ 
a substitute family, and, for the sake of ^y*"*^'**^*^^^^"^ 
matter whether the institution is a nursing home, a 1,000-bed fa- 
cUity for the mentaUy retarded, a hostel, or a boardmg home. 

This total transfer of the caring function can be either perma- 
nent or temporary. If temporary short-term care is P«>7<*^J'^*" 
imrtitution so that the caregivers are given some 
pose of the transfer is to support the family. If. on the other hand, 
thT transfer is permanent, the purpose becomes one of replace- 
ment. Given this distinction (the purpose rather than the service 
itself), it is important not to conclude that mstitutional care al- 
ways implies subsUtution for the family just as community ser^^ 
ices do not always support the famUy. Community care cannot be 
eouated with family support. More often than not it has come to 
mean the provision of care to certain groups of dependent people 
in community settings as alternatives to care in the larger institu- 
tions. If the handicapped person receives service ^J^i^^^^^!^ 
alone, with his or her spouse (elderly), or in a hostel, these serv- 
ices support the individual but substitute for the famUy. 

The preceding chapter discussed the f*^'»<=^'5*^^^.,^^JX'°T?.t 
risk groups, the frail elderly and severely retarded children. TTie 
extent to which famiUes are providing care and the Strang asso^ 
ated with caregiving were identified. This chapter exammes the 
social welfare response, beginning with an an^ysis of so«^ ^ 
penditures in general and Uter moving on to those expenditure 
with specific implications for the retarded and the elderly. An at. 
tempt wiU be made to determine whether responses are organizwl 
and provided to support famiUes or whether they emphasize tak- 
ing over the caring function when families are unable or unwiU- 
i^ to continue as caregivers. To extend the analysis, it is impor- 
tant to identify whether the object of the policy or service is the 
individual or the family unit. 

Unfortunately, the analysis has to be more exploratory than de- 
finitive, in that there are several gray areas. PoUcies often ha^ 
multiple objectives. On the other hand, the analysis can identi^ 
themes that give an indication of past and current priorities, espe- 
cially as they relate to families. It is clear that servic^ support- 
ing famUies do exist, but it is not clear whether sufficient re- 
sources are being made available. The notion of sufficient, of 
course, cannot be defined in absolute terms, nor can any discus- 
sion assume that resources are limitless, and the major task is 
only to determine what is needed. This analysis is more concerned 
with the share that support services are given relative to social 
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|x;j^we Uki g' expenditures end, in perticular, relative to services that 
|s;;;mibstitiite for the £smi!y. It becomes more a question of balance 
|:;|based on the idea of a more equitable distribution of resources. 

A nu^for problem encountered throui^kout the analysis was the 
il^aek of a coherent data base on community services. As the Presi- 
P dent^ Committee on Mental Retardation (1976) noted: 

a xj&KOSBion of service, one fact is paramount. There is a 
serkxm dearth of valid and reliable information through 
wfaidi to present an accurate picture of the state of services 
for mentally retarded people. . . . Perhaps most critical 
r among these problems is the foct that current statistics are 
rarely available on a national, regional or even statewide 
1^. basis. In fiscal Year 1975 many aspencies are still analyzing 
^ information firom 1971 or before, uthey keep informati<»i at 

alL 

Th» situation is found in almost all areas of community serv- 
ices and is not unique to services for the retarded. The analysis, 
i^^then, must be limited to a discussion of pieces of fragmented in- 
formation and cannot establish clear trends. Still, the identiflca- 
f ^tioti o<r emphases is useful in addressing the issue of shared re- 
p^^TSponsibglity tfarou^ the p ro v ision of support services. 
:v^v Two ocmoepts, normalization and least restrictive environment, 
are being used more and more as the basis for developing commu- 
nity services and are directly related to the notion of support. 

concepts are discussed primarily in terms of the needs 
L that tlie mentally retarded have, they do have applicability to all 
f handicapped populations. 

; Tlie first, normalization, argues that with a;»propriate support 
servioes the mentally retarded person will be able to live as nor- 
mal a life as others within the constraints of the level of function- 
al disability (Nixje 1969; Wblfensberger 1972), Nixje describes this 

^ supportive ^vironment as one which provides the individual the 
opportunity to "^lare a normal rhythm of the day, with privacy, 
activities and mutual responsibilities; a normal rhythm of the 
week, with a home to live in, a school or work to go to, and lei- 
sure time with a modicum of social interaction; a normSsd rhythm 
of the year, with the changing modes and ways of Ufo, of family 
and communis customs. . . The second concept is that services 
should be provided in the least restrictive environment. If mental- 
ly retarded p^i^ns cannot or should not live any loag^?^with 
tiiexr families or in their own homes, they should be able to live 
in focilities of normal size located in residential areas. These prin- 
cii^es have been supported in a number of recent court decisions. 

Hbre^si (1975) sc^gests that this approach requires five types of 
services: (1> family support, including genetic counseliitg, diagnos- 



88 



FAMILIES, SOCIAL SERVICES. AND SOCIAL POLICY 



tic services, respite care, homemakers, parent/child training, rec- 
reation, and financial assistance; (2) child development services; 
(3) residential services for those who cannot remain in their own 
homes or for those at an age when it is normal to leave home; (4) 
vocational training and employment opportimities; and (5) coordi- 
nating services. Other services often mentioned are leisure time 
and recreational programs, transportation, an<f health care serv- 
ices CThiurlow, Bruininks, Williams, and Morrean 1978). Underly- 
ing these concepts is the belief that wherever the me^itally retard- 
ed person lives, he or she should be supported. Building on this 
approach, when the handicapped person lives within a family set- 
ting, both the handicapped person and the family require support- 
ive services. 

As mentioned above, these concepts are applicable to all handi- 
capped persons, including the frail elderly. Normalization and a 
least restrictive environment mean that since most elderly want 
to live independently, alone, or with their spouse, appropriate 
support should be made available. Various income maintenance 
programs, especially retirement benefits, appear to make this pos- 
sible for most. If the elderly person becomes partially disabled 
and finds it difficult to carry out some homemaking or personal; 
care functions, he or she often can remain at home if serv- 
ices are provided. If the elderly person experiences greater diffi- 
culty in maintj=iining independent living, a range of alternatives, 
only one of which is the nursing home, should then be available. 
These include living with adult children, special housing for the 
elderly, sheltered housing, and other forms of congr^ate living. 
The nur^Lng home or long-term care hospital is seen as the last 
choice, only to be used when other less dependent arrangements 
are not viable. Such a system, found in many European countries, 
is built on the idea that the individiial can progress through a 
number of stages firom complete independence to totadly depend- 
ent living and should be able to remain at each level as long as 
possible through the provision of support services. 

A least restrictive environment or progressive stages of care are 
viable concepts only when real choices or options exist. Without a 
community ss^stem offering a wide range of services, the choice is 
often limited to institutional care. Without such a community sys- 
tem, there is no meaningful choice at all. 

Choice, of course, is not a simple concept and has to be exam- 
ined closely, if it is to become a criterion for policy development. 
In suggesting that families should be able to decide whether they 
want to assume, maintain, or transfer the caring function, it does 
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pZM|t|^flb^ care or institutioiial care is equally 

l^esindble in aU sitimtions or both serve the same function. 



cnapter 3 showed that significant numbers of families 
handicapped relatives. Insofar as they are. 



^H JEb^e^t^ to do so. But w£ts this a con- 

peicic^^ an assessment of available alter- 

|uatlyi^ appropriate options, a requirement for real 

i^HOii^ institutional care? If the family and 

ll^orai^^ home, were they provided with neces- 

^laa^ sorvice^ for substitute care in an insti- 

§ilx^pxial envh^ facilities offering the highest level 

gofv c»re p0883>le? If all of these services were available, the 
|ciioio&;was meaningfuL on the other hand, a £amily caring for 
l^in :85iyear-old, incontinent, bedridden parent finds that they are 
linellglhle for supportive services in their home, but that their par- 
pent^woi^d be eligible for nursing home care, do they have a real 

Ill |If)tiie essence of a caring society involves the development and 
ppro^irun<m: of a wide ran^ so that families can choose 

^fvdbu^ must be placed on policies 

^SOM^^ Support, unlike substitution, 

ije^cpaces^' S^^ The issue of whose re^tonsibility it is to care for 
il^6Mfe|liarnk^ cannot be reduced to either the family or the 

^^tlilsi^rl^ the fiGunily providing care without ex- 

r^igirTOl u^assistance^ until this care becomes impossible, and then 
^esEKing tb^ function to the State. Most £Banilies need the so- 
i^^sb^n to carry some responsibility while they main- 
role as the primary car^giverv For these families, shar- 
pag|imay fmeaii^^^^f^ assistance to o£&et the economic strains 



aBBa30<^ practical help and ad- 

|idK>i-ix^ the physical care of the child or elderly parent; 

p£t3RaH|ed^^ for vaca- 

l^teizi^lf^^ level, sharing may 

, . £gizzi|Iy some assurance tiiat wh^i and if the bur- 



fjr^-';:^f . .... 

'^'^ '^beoome^ can no longer maintain the 



'P^'^sco. tbeSr l^^ appropriate residential care 
^ii^iIl|goe may mean that 

Sgg^BEtj^tfl^ the family visits their child oir par- 

j^p^iiGneM^ occasionally tal^s him or her home for short 



[|^l?riMi>fi<»r 4^1t»mf>mtst^ r-ltnir^ tr^ m*tini±s»m "trVio relative at home Or 

^BK^ azid the provisiaxi of services in such a 

^n^asi^l^^ the responsibility with others, require not 
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" ooly & ranse of services but services that are fl^dble and izmova- 
; tive; -What lias the response been? 

llie Social Welfara 

- As a xoog^ measure xrf' commitment, expenditure levels show» iu 
"?T&a^xyi^^ society places: on social objectives, "inr 

irtt&^^a&c^et^^^ as an indicator of social welfiaone 

e£Kxrt OTC^e^ Two specific indicators are often used^ 

^wie^iSissx^ of the Gross National Prodr 

uct (GIN£^«uD^pe^ ^r socdal ;wel£Eure purposes^- 

: SbcjEd w as a percentage of the GNP have; 

more Or; whereas the GI^ in^ 

<^:^ased^b^t^3^^peroent^ bet^^ 1975» social expendituresi 

grew^ expenditures accounted for 

over' perc^it) of the national income. Ebqpeadlr 

tin»Nvex«^i^^3£;^^ equally among healtly income maint^f 

iiazkae^^«a^ In 1950. Spending for the social services was 

j:^s^as?jP^y trme, «rcannting for less than 1 percent 

tiielGl^ years there w^:« a number <:]^ 

8h£Gt^|hi^ While totsd^ expenditures i^ constant dollars^; 

ili^^ -^27 -percent^ publfe 

CKea^^ percent in the private: : 

sectdir^:!I3]is^'Sfai^ reflected in the private sector's^iare de-: 
C]K»sii^ 27 percent durmg^r 

this^^pNBood- was not evenly distrib- - 
utecU 1965-1970 accounted for the '. most significant ex- 

pansionT--^ percent over the preceding 5-year period, compared 
to 37)^pe^ moreovei% the 

pnvate sector outstripped the public sector in growth rates. After: 
thfff: ^irta^-fiirnig miirn a greater share of expenditure^ es- 

pecxaUy in the health cstre field, primarily tiirough the Medicare 
cmd liCedicaid programs. Xn relative tenns, 1±ds society has znade ai 
commitment to social welfore, and th^ commitment continues to 
grow^. It is beseeming associated mor^ and more with the public 
sector, with the CSovemment assuming direct responsibility for as- 
soxxi^ ihat baste needs are being met. The private sector, while ■ 
stOI signxficaiit, has exp^nenced less growth, althou^ its share oC 
the expenditares for health care remains high. 
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Welfare Expenditures as Percent of 
National Product 1950-1975 



'it- 



^ncbfne Maintenance 

|: iPublic 

Private . 

Total 



Health 

Public 

Private ^ 





1950 



I960 



Education 

Public 

Private 

- Total 



and Other 

Sj;£--;t*ublic>-— 

|s^^-.;:Private, 
P:./ ' Total 



|i:s:{^Pubnc... 

iSa^Private.. 



3.41 
0,34 
3.75 

1.07 
3.13 
4.20 

3J27 
0.54 
3.81 

0.46 
0.24 
0-70 

8.21 
4.25 



5.20 
0.70 
5.90 

1.26 
3.85 
5.11 

3.56 
0.73 
4.29 

0.31 
0.21 
0.52 

10.33 
5.49 



1970 



1975 



1975 
($ millions) 



6.19 
1.18 
7.37 

2.57 
4.47 
7.04 

5.28 
1.00 
6.28 

0.79 
0.20 
0.99 

14.83 
6.85 



8.81 
1-38 
10.19 

3-33 
4.57 
7.90 

5.53 
1.03 
6.56 

1.44 
0.20 
1.66 

19.11 
7.18 



132,094 
20,700 
152.794 

49.947 
68.552 
118.499 

82,859 
15.500 
98.359 

21,647 
3.000 
24.647 

286,547 
107.752 
(394 bniion) 



csourcc: Adapted from U.S. Department of Commerce, Sodai 
/977: Washington, D.C., 1977. Tables 4/1 and 4/8. 



PIS: 




t oxx the part of society' in general and the 
in. partxcuiar is also charactexxzed by the decision to meet 
jitT Wiglir ny i:hTif¥iigli tfae pr uuM ic Mi of income. Total e:qpendi- 
foir health and education reialxve to income maintenance 
i^me^Bise^ services (a category that in- 

:vanoiBS. h<Hzsiz:^» reh^ institiztional and p«::sonal 

{scsrvicesX never larg^ accounted for 6 percent in 1975, a 
mcxease over the 1950 leveL (See table 36.) 
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Wolff&ra 
(Psrc^fit&gos) 



Expenditures by Category 



1 








30 


38 


34 


39 


34 


33 


33 


30 


31 


28 


29 


25 


5 


1 


4 


6 


(100) 


(100) 


(100) 


(too) 


41 


50 


42 


46 


13 


12 


17 


17 


40 


34 


36 


29 


6 


4 


5 


8 


(100) 


(lOC^ 


(100) 


(100) 



Total 

"'.'Income" 

^Health. 



Education. 



... 



Health 
Education. 
Social Services/Other. 



- 's-'^ouroee. Adapted from U.S. Department of Commerce. Soctaf /neff- 
cators lSTT: Was hin gton. D.C., 1977. Table 4.1 . 



Capita So^at Welfare Expenditiires 
Underf Pid>iic P rograms CConsta nt 1975 Dollars) 





1950 


I960 


1970 


1975 


Sooal Insurance 


67.20 




352.31 


567.32 


Public Assistance 


33.95 




106.68 


167,13 


Health;. 


28.06 
92.23 


40.68 


63.10 


76.80 


-ViatecEffis ....... 


49-12 


58.08 


76.23 


^Education 


90-75 


160.45 


329.17 


361.95 


WeKare and Other Services 


6.31 


12.00 


33.62 


49.99 



II.S. Department of Commerce, Soda/ IrxBcatofS fBTTi 
WasMr)gton.D.C., 1977. Table 4.2. 

37 measme the social wetEeore effort in yet an- 
other -way. Betweraa 1950 and 1975, per capita esxpeaaid±taxe& in- 
creased by $1,000 (constant dollars), or 314 percent. While there 
were incxeases in per cc^xd:^ eaqpenditares for health and ednca- 
tidxv t^iese increases were less than the overall increase (174 per- 
oimt; and 299^ pexcent^ rrapectivelyX WdlfsEre and otiier social serv- 




»NSB 



93 




bat* ^ven the extremely low- 
is not sisEmficcait. For example* in 1950» 
in this categicny aooounted for only 2 cents 
IwnhKc social wel£Bffe dollar* and only 3 cents in 1975. In 

were accomited for by the income 
i p r ogra ms. The social insurance expenditure grew by 
the^ pabHo assistance benefits by 4^ 
the crifceEion of rates of growth, the ^mmitment ex- 
st^pribxity has been estabUsfaed. The overall strategy that 
ienralm ft mix of income maintenance, payment for 

and the provisions of social services. In placing the 
pbasis ondiannelinfir income to individuals and femi- 
iiie State tends to favor indirect involvement, a policy con- 
the value of * vr^^^*^T *'i»'^^'**» in £amily life. This as* 
recipients axe better off when they make their own de- 
and choose how to ^>end these funds. 



^ifelfETO Expenditwes for the 
and Their Families 






ilpMjj^^ <fetailed infinrmation on es^ienditures and 

|ajd3Sac^^ firom the 

^BSaifwiahgt^^ <1978), George Washington University, 

lecyaldgtble addition to this data base. Althou^i not specifl- 
km. the handiceqyped and their families, the analysts 
of "0ver'~-l,000" ^Federal programs in terms of 
and^ indirect impact on families. Tn th^r report, pro- 
*^clirect impact^ (Le., the provision of finanrrial 



'm4cEDd snbn<£es or servioes to individuals and families) 
&(Mn those with an ''indirect Impact^ 6-e., pro- 
~~^|io€^j^^ State or local agracies, institn- 

In addition, a number <^ programs were 
'explicat family impact^ when therfamity or a 
two fanuOb^ numbers were the intended benefEcia- 
the authors view th^r ^fin^[igB tentati^ and 
smalyais zitay require some actfustments, they 



^umiHj^'jjor?. 





XD^jES^^ by 17 

fsicpon^ cbligated funds, were 

^faaniBes. . 

^iBDw^nmeteett of these programs (44 percent of the 
iby the I>^»artine£nt of !Hies^^ Sdncation, 
-38>. These programs accounted far 66 per- 
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Table 38— InvmtcMy of P r o granw With Potential 
Impact on Families* OHEW, Fiecai Year 1976 





Pntrmtiot 

fetfnBy 
impact 
pro- 


obliga- 
tions 
($ mil- 
lions) 


ExpNctt 

family 

impact 

pffO- 

grEuns 


Total 

obliga- 
tions 
($mO- 

— ^ • 

Hons) 




8 


93,473 


2 


17,761 




25 


18,336 


9 


15.568 




59 


5.881 


2 


75 




25 


1,387 


6 


348 


Office of the Secretary 


2 


151 


1 


124 




119 


119,228 


20 


33.876 





Source: Adapted from Family Impact Semtar. TomfaKi sbt Invsniory 
€3f FGderat Pmgtams with Direct impact on FsarrmBesu Geonge Wash- 
ington University, February 1978. p. 17. 



cent of all funds obligated by the 268 programs. It appears that 31 
of these programs ibcos specifically on the handicapped or provide 
be n e fi ts and services to them as one of many eligible groups. Thir- 
teen of these are administered by W<^&re, nine by the QfiSce oT 
Schication^ seven by the Social Security Administration, and two 
by the Public Health Service (table 39X 

These 31 programs were obligated at $102.7 billi<m in FY 1976. 
Sev«aty-ane percent of this total accounted for by various in- 

nnsm**^ m ^^-rtt^t^mtyne^ programs; 25 percent programs paying for 
medical care services, and 4 percent for the provision of services. 
While Idiis investm«it is significant^ the distribution itself raises 
some questions. A fundamental issue in dev^o{Hng an improved 
support system for fomiHes caring fox^ handicapped members lies 
in. tibe domixxance of the income epproac^ Federal policy in g«i«> 
al has been primarily an income policy and, while income scqp- 
ports are needed, their value may be lessened in the abs^ice of a 
network of support services. 

As discussed earlier in chapt^ 2, most families are eacperi-snc- 
ing- -fH^Tir^ftl stxains. Infiation has threatened the standard of liv- 
ing that fomilies have ccnne to view as normal and desiral^e. 
These eacpectations have, in tum» been a major £EfcCtor in laz^ 
numbers <^ vromen entering the Isdtxxr force and in the evoluticm 
of t±ie two-earner fomily as tibe norm. Chapter 3>showed that fom- 
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or ^deriy parent not only fioel 



wiken £BumHe8 decide to 
not one em iwi » the 
tifee woric foroe^ if she is employed, or 

BDse are penalized. If 
Ibey will be better ofiT finan- 



5' 



oC '&niifies With hazidicc^jped members 
their efifoirtB^ XJnfb^ no. Xxttie of the $73 

IfeK^ inconie inamtewmce is for **fi5miily suppoa r t ."' Sixty- 

pyR»vide benefits to eldexiy individ- 
Moreover» the level of the 
not refatfeed to the beneficiaries pl^ysical statos, nor does 




to tJie purp o oo <rf' the prosram, 
the loss of earnings resulting 
win not beccmie a de- 
i n clearly sapports the ^derty hot is inqplicit- 
'tiK^:Baau3y* While many beneficiaries IxvinfiT with 

prcbab^y ^contribute to their own 

and not the 

<rf' the Tnmme maintjenance 
to smrs'nrms of en insured worker, 
major source c£financial assistance to 
^ Iwrndirap ped^ giM- example^ in 1975^ over mH- 
gCof^wbbm afaxi^^ S -rrnmnm were children) were draw- 
lilXS^ I>Ggpart 19T7>. Aithous^ these 

itb^ be <nriented toward femf^ support CunKke the 

IScety to be 

of sncb A coDcfitkm is immateriaL 
by the i^i^ysicai status of the recipient,. 




jiitent o£lhe saxnpSy the replaoemoit of in- 




progrsons (PoMic Asmstanoe 
Se curity Th i rxmiP> account for 1-4 percent <^ 
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Public AwM gt an oe, The purpose of the program is to maintain ^kil- 
dren in ih^xt awn home by providing incMne when the wa^ earn- 
er dies, is incapacitated, is absent from the home, and, in some 
instances, is unemf^qyed. As in the other income maintenance 
programs, the existence of a handicapping oonditioii is neither a 
part of eligibility determination nor will it substantially affect the 
level of the b^aefit. One admittedly conservative estimate 8Ug> 
gests that 4 percent of all children receiving AFDC b^kefits are 
mentally retarded (U^ Department of Health, Ekhication, and 
WeiSsare 1970). It is unlikely that many fomilies who have decided 
to care Ibr their ^dldren would qualify for these benefits. Sv&a. if 
they were to meet the income criterion, they ai«^ aipt to be two- 
^ pa r ent fisunilies. 

The second program. Supplementary Securtfbprr wmmr*'* has re- 
cently re pl aced those categorical p rogr a ms providing financial as- 
sistance to the elderiy (OAA), the disabled <APTD>, and the blind 
(AB>. This program (as with disability insurance) explicitly recog- 
nia a es a handics^ping condition as a msyor £sictor in determining 
eligibilit y. In terms of the two gix>ups emphasized in this analyas, 
by d^inxtion ti»e ^der^y and the mentally retarded are ma^or 
benefic iarie s. For example, in 1970, approximately 140,000 men- 
tally retarded mcfividnals received support under the APTD pro- 
gram CUJS, D^sartment of Health, Education, and Wel&re 1972>. 
These represented 16 percent of this program^s beneficiaries. A 
m^oac limitaticm, however, is the reliance on income ***«fHng to de- 
termine eligibility. Moreover, the notion of feunily support is ig- 
nored xnsofisur as the stated purpose of the program is to guarantee 
a minimum income to "individuals" who have insufficient re- 
sources. The emphasis is on the individual at risk because of age 
or disability^ and ^armafrecognition is given nether to the c^^e- 
givers in the family nor to the feet that t->rt<g care f^T'Potvgii atjJcEijr 
tional financial stress. In feet, the policies behind the pro^leim iiri 
some instances actually seem to penalize femilies. Fbr exampiew 
SSI recipients who lived in their own household with w> *\^"** u Hf lv 
income received $157.70 per month in 1976 (U.S. Tk aim dim iiV uf 
Health, Education, and Welfere 1976). In order to prevent or d^^ 
instituti onalT?« tion» the program allows for h^^her benefit^ levels to 

t h n wR gecipBgntR whr» s*r*^ tiT>«K l^ to liw* iT^i^^e'T^d^^tly but CTf?<» ^^^ 
of functioning in a d omiciKar y care facility TTw^a^ ferf*ni»i*>« WmfM^m^ 
foster-care homes, femily-type settings for fewer then five persowy 
anderai largetrgroupsettings. Asstated, 'the msgorpuzpoeeof fester 
care is to enab le handicai^>ed and elderly p^^sons to live within a 
femifysetting.^At1tetimeofthesurv^, 107,000 SSI reciinentsxn 15 
States w^re in d omicilfar y eg "acilities and other supervised csore 
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The second largest area of Federal expenditure is for medical 
care. Of the $25 billion obligated, 67 percent was for the Medicare 
program (Htle XVIH of the Social Security Act). Although this 
program is technically not for loi^-term care, it does allow for the 
provision of services that theoretically could be supportive to the 
handicapped and their families. However, in 1975, 92 percent of 
the expenditures under both the Hospital Insurance and Supple- 
mentary Insurance programs were for inpatient hospital care and 
services provided by physicians. Home health services accounted 
for only 1.3 percent of the total (U.S. Department of Health, Edu- 
cation, and Welfare 1976). The Medicaid program (Title XIX of 
the Social Security Act), on the other hand, can provide a much 
broader range of medicad care services, includii^ long-term care 
as well as the more traditional inpatient hospital, clinic services, 
and physician services. In 1975, 42 percent of the Medicaid ex- 
penditures went toward the provision of long-term care (table 40). 

Less than 0.6 percent of these long-term care expenditures were 
used to pay for services provided in the patient's home. Under 
this program, long-term care services have come to mean institu- 
tional^care. The program will pay for skilled nursing care, home 
health, aids, physical and occupational therapy, social services, 
and medical supplies delivered in a noninstitutional setting. It 



Table 40 — Medicaid Expenditures by Type of Service 

(1975) 



Service 


Expend- 
iture* 
($ mil- 
lions) 


Percent- 
age 




2,200 


43.75 




1.838 


36.56 




362 


7.20 




600 


11.93 




28 


0.56 




5.028 


1O0.O0 


1 



^Total Medicaid expenditures $12,028. 



Source: Adapted from LaVor, J. Long-Term Care: A Challenge to 
Sen/ice Systems. Office of the Assistant Secretary for Planning and 
Evaluation. DHEW. April 1977. p. 48. 



109 




101 



^tiiei^^pi^^ such as 

it£^ od^^^da^^ are supervised 

^ptro^s^ra & pihysiciair. It 

liipjgyba^ and ipersozial care sea-vices, that 

;3m¥k>rba^ handi- 
Jic^bnp^l^^^^^ they are the least developed. 

|firaEj|49ld^ Far exam- 

I^^^S^SaiiEBC^^ of all vendor payments were 

Jfbx^i^i^ homes and 

Eoxii^ paid for inpatient care, outpa^ 



^ijipot^se^^ drc^gs for the total eligible 

^^OfMoi^^ adults. Institutional care 

^»IS3nii^E^la^ i^^ of the elderly population 

^@^i^^|re»c^ves^^^: available funds. To com- 

ISfiicaEte' t^ care continue to es-' 

i<aaa£e^iM; 19^ monthly cosifcs averaged $211. By 1969, they had 
prea(^ied :$35e' 197^ $495. The latest Available data show 

i^3ps«i^ ooflia^ in nonprofit facilities and $588 in 

^i^?^pKjfi^:?66mes I>epartment„qf Commerce 1978). Huge in- 

vestments are bcang; made for approximately 5 percent of the el- 
^^^r^rpopulaiibx^^ Counol on Aging (1977) has con- 

: O aging indicates first that such pro- 

Y^^^.f7'^i) '^rwnfi [,fif^} ^-trftflfi M rf* frr^ to fi'nsfnr>ii*l reimbursement 

?0<^^S^-.xa!ecihEU^^ of direct services for 

igSg:; -i^radl^ dbte we have chosen to fi^ 

f^i^':^-iniano^^ tested basis and offer it pri- 

|||^>^f;^:^ma3^ ... XThis) places a substantial 

ibuz^denibn &miHescaring^for parent where family and kin 
.are^pnssei^ 



'^^>;o .^^:Tliis to the mental- 

^^^^Sirefesu^e^ Committee (1976) has estimated that 



my. 



retarded are residents in institu- 
^^xit^^!^^9vj^i^^ 33) that: only 20 percent of se- 

^^^j^^-etffiinl^ and 33 percent of all severely retarded 

^^""n^cson^ of all 

care. Although 

^|ij<|g^iljjg^y^T^^ ""^y ftjTirliiig for institutional care> it 

^^^^^'^^'■^^ ipj g m patterns of ; care for the retarded 



ii^j^^ilUon were;^ s care for the 

^ _ ^ii^traed, 3k .3^^ increase over 1968 levels. These 

p ^aM ag es^j^ia^^ a.;: m^oT: commitment to 

f^^^aa^mini^^csac^ were as 



Mental Retardatibri 
Services <^Millibhs) 



1968 



1970 



Percent- 

: 'age' C:-': 
Increase 



Pubises f^e^d&iiliaACar& 



CoinrnunityrCEkre. 
J=iederal. 



State/tocal 
Other. 



1,004 
110 
768 
t26 

1,391 
121 
1.207 
63 



1,307 
196 
937 
174 

1.868 
192 
1,580 
96 



30j^r 
78:2: 
2220 
38^1 

34.3 
68.7 
30.9 
52.4 



Source: Adaipted^ from C^ of Mental Retsw- 

dGsflnovr, BsUtij^^ 1973 and cited in President's 

Comsnittee orv Menbd Retardal3on.^^^^i^ The Known 

agidithe Unknov^p^^ 1, 1976. p. 96. 

liiigiit: as^ is not being suggested that iiistitu- 

tional. progrer^ enoi^^ to 

pzoviide^tikei^^ residents^ nor that re- 

soninces: ist^ £rom institutions to comTnimfty-based 

sescvixii^^ live in . these , ^icili- 

1aeB» . csyery < ^Ete to improve the qualit^r of thedr 

laisijes^ ^iorw^ care, institutional care is 

cbsttjr^tis and is touching the lives of a 

smaH' nubiiber of persons relative to the total jat-risk population. 
(See table 42.) 

V XTnnke c^ costs are not easily 

zEuaoiipuIable (outside the scale factor). If resources for comTnunity 
services axe limiteid. re<^^ living in the community can be 

given less tl]^in tiiey need or be denied services totally. For exam- 
ple^ an ageh^ providing homeznaker services may find that, al- 
though the demand jfor service resources have either 
Vwnn<>TTw<i fymg*^^ or even decreased. Faced with this problem; 
the agency may decide to continue accepting applicants, allow the 
caseload: to gzx^ on the hours of service to each re- 
c|pa€ait. An v^d receive 3 instead of 5 hours each - 
weekl^^^^^ Q administration may believe that : 
certain levels of sea^^ must be maintained if : 
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pw iriiibl^ in Pubiio Institutions 

• the Mentally Retarded iS60-1 976 



Year 


Average 
daily cost 


Percentage 
change over 
previous 5 
years 




$4.20 
6.09 
11.64 
27.60 




1965 


45.0 
91.1 
137.1 


1970 — 


1976.. 





Sources: For 1960-1970, U.S. Department of Health, Education, 
v ^atnd }^effare. Mentstt Retardation Source Book, DHEW Publication 
' IMo. (OS)73-S1, Washington. D.C.: Supt. of Docs.. U.S. GovL Print. 
Off.. September 1977. Table 20. For 1976, U.S. Department of 
Commerce. Survey of Instftutionatized Persons, 1976. Washington, 
D.C-r Current Population Reports, Special Studies, Series P-23, No. 
69. June 1978. p. 57. 

the support is to be effective. Rather than cutting down on serv- 
ices, new applicants are not accepted by the agency, or more rigid 
y eligibility' criteria are introduced. These often are based on no- 
tions of risk, or hierarchies of need. Although either strategy may 
; :1be tmdesirable, Le.> fewer services to more people or a freeze on 
the size of the caseload, both are possible. These options are not 
I as readily a-vailable, once the institution is in place. 
•y^ ' A^ costs for the ixistitutional care of a mentally 

'S ^rie^i^acri^&A. ]p€trson were $4.20 in I960. Twenty-six years later the 
C«^^ an "increase of 557 percent. These increases re- 

S fle^ to improve the quality of care in such insti- 

I tatibns and in part inflation. The costs, however, are only average 
: costs. In one large State institution, operating expenses per resi- 
i^^^^t: day increased from $16.50 in 1972 to $41.00 in 1974. As costs 
f continue to rise, even a stable institutional population requires 
^v lairger investments of social wel^^ure expenditures. Insofar as these 
3^ costs axe fixed, will the additional res<?urces become available 
i^^CHoly: at the eiqpe^^ resources? (President's Commit* 

p tee on 1976). Another concern is the direction 

|f;tiit£d;^ Feder seems to be taking. As seen in table 41, 

JliM^^edei^ firom 1968 to 1970. Furthermore, Feder- 

§^itl^?expeziditixres grew by 68 percent, compared to 27 percent in 
WSica^ Over one-half (55 percent) of the addi- 



vlOlC FAMrT.TFS> SOCIAI. SERVICES. AND SOCIAI. POLICY 

tiozx^d fim<^^ went: for institutioiial care. Once again, 

7F€»dei»I' pnoriti^^ taking over &om families 

- ratherr than snpportixig them. 

Tbe tihird. <:ate^ programs (table 39), with, potex^ 

-^sd' applicsdbllilT' for families caring for handicapped members, 
contaixis prc^prams offering social services to the general iK>ptila- 
tioxi.^ Althou;^!: the handicapped and their families are not specrfi- 
caUy idexitxfied as targets, by definition many of the services may; 
in. £act» sapport their effort. Sev^ity-three percent of the total $3 
bOlion are for social services under the Title XX amendments to 
the Social Security Act. In 1974» several programs were consoli- 
dated, and each State was given discretion to develop those serv- 
ices it felt were needed. Within the constraints of a $2.5 billion 
cefting, block grants are distributed to the States. As stated, the 
purposes of Title XX are the reduction of d^>endency and the pro- 
tection of vulnerable populations. Services are to be organized 
around one or more of the program's goals: (1) to achieve or main- 
tain economic self-support in order to prevent, reduce, or elimi- 
nate dependency^ (2) to achieve or Ty>«iyi<-«iy» <M»>lfwgnffi/*;oTiry^ (3) to 
prevent or remedy abuse, neglect, or ^cploitation of children and 
adults; (4) to reduce or prevent institutionalization by providing 
community-based or home4>ased care; and iS) to secure institu- 
tional care when other forms are not appropriate. 

These goals, especially the fourth, are consistent with the no- 
tion of normalization throu^i the provision of appropriate sup- 
portive services. Services allowed include homemaker and chore 
services, home-delivered or congr^ate mentis, daycare, respite 
care, and tran^tortation. Althou^i it is difficult to determine the 
actual number of people receiving services, it has been estimated 
that in fiscal Year 1975, $380 million ($284 million Federal funds) 
were spent to deliver in-home services to two million people. How- 
ever, expenditures varied widely from State to State^ e.g., Califor- 
nia spent $88 million, compared to New York $22 million. (See 
table 43.) 

IVf orris has provided more detailed information on patterns of 
expenditures under this program (table 44). The data suggest that 
even if these social services are theoretically available to families 
caring for a handicapped member, provision to date has been in- 
adequate. The authors found that some combination of 38 services 
was being provided by the States. Sixty percent of total expendi- 
tures, however, was being spent for only six of these services. 
I>aycare for children, potentially a major support for C^imilies, was 
l^e largest program and was found in all 50 States. Despite this 
coverage, abrtost all of the recipients (98.9 percent) were either re- 




E3q>eiicBtures (Tltie XX) 



Expendi- 
tures 
(SOOO's) 



Percent- 



the M^itsdly Retarded 




(Protective, Information, etc) 



Total &(penditures 



484.718 


24.7 


284.000 


14.5 


264,947 


13-5 


249,247 


12.7 


92,241 


4.7 


43,177 


2J2. 


542,243 


27.7 


1,962.573 


100.0 


2,622.364 






i: from LaVor, J. Lx>ng-Tem Care: A Clmttenge to 

Siervios^simns. Office of the As»stant Secretary for Planning and 

^oT income Tw>w*<>r>«-»r^ or were income eligible. Chore 
't^^ of support, were also restricted in 

ignraic^^ p<^iilatioziSr-'(99.1 percent), and coverage 

]iimfced ;tO; 35 S 44 lists' five additional services 

xrbe viewed as those services necessary for the ^velop- 
a uM mt ijO^jjEt; for the handicapped and their fami- 

^B^tlfjA^iidi^T^ for less than lO percent of the total 

'^^i^^SSS^'easiie^^ laniversEd in terxns of the 

^l^tadbe^ used only by the low income or poor. 

Ill^i^uil^p^^ ^Utte XX has become the 

ps^maor^^.^^ socied services. Moreover, it is being 
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SoicM^CI^Xd^Welfe^^ consolidation makes saase. 



Wt^^soBppce^ only available to 

mieefeii^ criteria. 



. .. 

^1^<^:^ ^^^i^oye^ for receiving most 

l^^i^0!isSeaca^^ which 

[^ff'^^^ai'fh't*^^ of handicapping con- 

y ; jgi^apm^fe^^ Services and JDevelop- 

gi;i^iJ^mHEK^^ or 'dem^cgraphic yalnerahility Ce^., Ad- 

^ " ^^'om^cf^ IH»eticei^tend to attach such crite- 



-^liSapaija^csora im»me'i^atuavCMarris-' 1977>. 
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^ ici te cl w ie^.Servic cio Children . 




No. States 
delivering 



50 
41 
48 
43 
35 
44 
49 



36 
32 
21 



Percent of 
total 



22.0 
9.0 
8.0 
7,0 
7.0 
7.0 
5.0 
2.0 
2.0 
0.4 

<o.i 



ients^ r 
wittxxi£ 



1.1 
7,a 
59.6 
S.3 

0. 9 

1. a 

1.8 
1.2 
l.t 
0.8 
OJT 




Soiuim^^ R.; Leschier, U and Withom, A.^ 



Policy Institute^ Heller School, Brandeis 
pp. 6 and 8. 



jri^ajirmn*y^^^^ feTy>m<»« pryWi^mg CBXe jfor faandlCapped chil- : j 

P§^^^vvl';id»ea^^ excluded from- tiiese se3rv-iceSp^V:v:^ 

- : tiie sergyew Jbiit becansffr^ ^ 



vac^nEdl^^ income ^^ligible) aore • to - 

:meM^^ b^n^ abiisedoir 

^iiles^Eec^^ require tbst atr l&ast 

(50^ :pe^^ rec^ieots: be low income^ izt practice stll ^tre. : 

;]E^bci^b^^ btlHact F(ede^^ probably result: 

m liih^^ or ill detenxiixirr 

'ix»gi^yi^j3ic^ priority: Curr^it enipbasis 

«sncn:£^^^£K»ex^ iservices: Gonsideraibly" 

liMgj8p>eii^ For example^ It bas beexi 

C c»|^ttate^ l^f^ jxollioii: recipseixts of Htlet XX services . 

i^GtSp^lltC^ were^^tdb(r|3^' persoi^ received services de- 

mgned^ig™ to the Age^ were aP 



paoEd»^ of the^ total rx^tle XX 

tiie^ eld^^ i2se services available to the 
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jyi|y»liptinri(r*/ ja. gr ^ 't-rs»r>«jtnr*atirm s*-n*t infomiation and refer- 
^^cl^ share of the total is low (Federal 

Qfli'CSt^^ resource for families with se- 

^0^eapi^^'^rTe^ ^iildreii» has two major goals: the first, to 

pstzens^^ £Buatiil3r through the provision of preventive services, 

f^^^4^,^g;^-lk^^ and counseling; the second^ the develop 

iMs ^ffp apOfp iri ii ^ alternatives when necessary^ eg^ foster care, adop- 
Fi;;:^t&m. Mowever, a recent survey of diild wel£Bu-e agencies has re- 
that:- 




_ icant proportion of the child welfare funds appears to 
^be sp^mt on out-of-home care for diildrSii'^such as foster fam- 
ily care and institutional care .... Furthermore, resources ap- 
pear to be directed toward removing children firom their own 
home and placing them in foster care .... Currently, 25 per- 
cent of children receiving child welfare services are in institu- 
tions and su«^ care is costing about one-half of the total budg- 
et (Office of Human Dev^opment 1976). 

^ In one-half of the States, eligibility for services was based on in- 
come and, with, the exception of child abuse, outreach received a 
very low priority. When services are provided in the child's own 
home, there is some question of its purpose. For sample, a home- 
maker is often seen as 'teacher-aide" to a jpoorly functioning. par- 
^ (ient. Finally, almost every State reported, that the multihandi- 
capped child is the least served population group. It appears that 
m spite of the goal of strengthening families, the program empha- 
'^sizes services that substitute for rather than support families, and 
urwJjr TrwKr,iTir>r>,rr>gi> -fiannniog are likely to be eligible for these. 
§ : ;fix Fiscal ITear 1976, $462 million were obligated for Headstart 
Ip ridgtams (table 39). This program, within the Office of Human 
'iDfgvii^oprpent, provide compriehen?ave health, educational, social, 
^and:Aulxitional services to preschool children. The 1972 Amend- 
;^aieints t^^ Fksonomic Opportunity Act require that at Ictast JLO 
'^pt^'w-rwwi' Af ^-lio ^KTl<^^n t>Tl be handicapped. It was estimated that ap- 
iprosdb^^ mi^tsdly retarded children w^ire in Headstart 

Ipiix^g^^ 7.-^ percent of the handicapped 

^^luIdrie33L in thet^ program or- less than 1 percent of the 287,100 en- 
^Sc^i^ees C17JS. I>epartm^t fiducation, and W^fetre 1974). 

I^^^jln;^^^^ in Headstart programs. If 

||lh)^si3ax»e^ all handicapped h^d, 

>jpTO3mnatel3r 2;600 of the children would have been retarded- 
xise: of a quota is not the only concern. As with other federal- 

income is used as a major eligibility crite- 
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The final pr ograms listed under tte category of general sociaT 
services (table 39> are the Crippled. Children Services and the 
Maternal and Child Health Services. A little less than $300 mil- 
lion were obligated for these two programs. Both aim toward diil- 
dren in low-income areas and use inccmie to determine eligibility 
for certain services. Services that are provided include diagnostic 
oouns^ing» treat men t^ and followup. Specialized mental retarda:- 
ti<Hi have been developed und^ the INfot^mal and Child. 

Health programs. In 1971, approximately 61,000 children were 
seen in 154 <^liT>f<'^ However, of the new patients seen in 1971, 39 
percent w^e found not to be retarded, 38 percent hiad IQs be- 
tween 52 and 84 (borderline and mild), and 23 percent ^rere se- 
verely retarded dQ less than 52). Furthermore, although these 
clinics were established to reach the mentally retarded early in 
their lives, only one-third (36.2 percent) of the new patients were 
under 5 years of age. Most children were being referred only after 
beginning school (JJJS. Department of Health, Education, and Wel- 
fare 1972). 

The final cat^ory in table 39 contains those programs that are 
designed specifically for the handicapped. Nine of these programs 
are mider the 0£Guse of Education and are to assist educationally 
deprived-handicapped children at the preschool and school-age 
levels. The National Advisory Committee on the Handicapped 
C1976) has estimated that 90 percent of all school-age retarded 
children are being served by the schools. The Bureau of EJducation 
for the Handicapped reported that in the school year 1971—1972, 
723,747 children with IQs between 51 and 70 and 148,466 children 
with IQs between 36 and 50 were receiving educational services in 
the public school ^yst^n (President's Committee on Mental Retar- 
dation 1976). The National Association for Retarded Citizens 
(1974) estimated that 826,177 mentally retarded children were 
served by the schools in 1972-1973, and represented 1-87 percent 
of the total school population. Forty-seven States and the Oistrict 
of Columbia have ^lecified ages for eligibility for school services- 
fifteen States as of 1974 provided services only to children 6 years 
or older. Thirty-nine States required the children to be at least 3 
years old, and only eight States had not set a lower age limit 
(Council for Exceptional Children 1974). Even the most recent leg- 
islation dealing with the education of handicapped children (PL* 
94—142) requires States to provide full educational opportunities 
only to tibose <diildren 3 years of £^e and above. 

Although data are not readily available on utilization patterns, 
it appears that while utilization is growing, the shortfalls are stOl 
significant. LaVor (1977) has estimated that some 250,000 
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smliSnri^ ^IbS& mrmh^r less than 
■wad, inaixy *:ittwr less than, the 
led. 
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Further- 
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l^ii^mHiir^^ 4»f Sfaate Programs for the Mentally 

l£Sft4K As ari9TOy ap pr a« inwtpl y d2»00O mentally retard- 
received services in scnne 2,000 ^tcdlities. Seventy per- 
ferflfties oflfered trafning; 67 x>ero»xt personal care 
peiyent ahrftered w 10 p&rc&at treatment, 

S jitMwtrwnfi %mA ^nvrafjtsvtrirm (UJS. I>epartment Of 




pHieifrt»ft,;;;iEddcat and We^&ze^ OfiSce of Mental Retardation Co- 
ij cwwluM Kficm:^ for the mentality retarded person 

||«UDei^ an estimated 18»000 individ- 

v|aiMils\ -wcape" ^served in ac tivi t y centers and» in 1974^ l^SS persons 

197^). 

sketchy and even cover different time pe- 
are possible. First, many of the 
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OBOitag^ jjit Hka Oross National Product. Tli^ trend is found in tbe 
t liicuB nttgbg areas <^ social wel&re: income maintenance, l^altik^ 
and edacation. A fbortii area, broadly d^Ened as social services 
and hommg, althcH:^^ relativ^^ small, still demonstrates consid^ 
erable Kiowi h since I&50> 

.Tlie anai3rsxs farther shows that within the I>epartm^at of 
Tfpalth, Education, and Welfare there has been a serious commit:v 
ment to dev^op programs that at least in principle ofiEer services 
to haxM^capped persons and theiz" families. Thirty-one programs 
felling into four clustezs were identified and discussed. Approod^ 
mately 4 percent of the total funds obligated for these programs 
in Fiscal Year 1976 w^re for the provision of services^ while the re- 
mainder provided financial support (71.4 percent) or paid for 
medical care s^nrices (24.5 percent). However, of the $4.2 l»llion 
obligated for services, only 28.6 percent were specifically ear- 
marked for handicapped persons, while the remainder provided 
services eith^ foar the general population or for* a large number of 
groups deftrignated as ''at risk." Although the handicapped are 
consumers of these more general services, they are not the major 
users. 

-Within the framework of relative expenditures, it can be-^uigued.- 
that since current levels are greater than they were in the past, 
more needs are being met. For example, more is being spent on 
community services today than in past years. Expenditures for 
these services increased by 34 percent in just 2 years, 1968—1970 
(see table 43). In dollars, this represented almost $500 million in 
additional funding (firom $1.4 billion to $1.9 billion). One Stat^ 
South Garoliiia, over an 8-year period (1968-1975) developed 55 
daycare programs, 38 adult activity centers, 12 community homes, 
and 60 family care homes across the State. Prior to this, there 
were virtually no community-based services in that State. Maine 
spent approximately $3 million (to be matched by $2 million local 
funds) in 1975, compared to $70,000 in 1970. Alabama spent only 
$25,000 in 1969, compared to $1.5 million in 1975. The National 
Association of (Coordinators of State Ptograms for the Mentally 
Retarded, in its report poinis out that most States have experi- 
enced jtti-iTiilaT- developments (President's CJommittee on Mental Re- 
tardation 1976). 

An alternative approach to examining the issue of commitment 
is to shift the base from past levels (growth) to the numbers at 
risk or with need. This frame of reference shows that even with 
these increases, the shortfalls are still considerable. To increase 
use firom 5 to 10 percent of the target population may be a dou- 
blix^ of ^fort, but it still means that 90 percent of the need is not 
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times. On page 47» the report id^xtifies faotme health services and 
public zxnzsiB^ as **two signTfjcamt health measures -which, 

in. ^oKlTTig- frTTiyii*>« to deal with special medical or management 
im^l^ns^ can ^n^'*****'^ the need for residential care outside their 
homes." Under ^i-wwrw* maintenance for che retarded. Aid to Famr- 
Hies with Dependent Childzen (AFDO is listed and statistics on 
the percentage of retarded recipients reported (p. 59). The final 
mention of family is found in the section discussing where the 
mentallb^ retarded live (p. SIX It h^ins with the statem^t that 
"all children cannot live with their families," and then, with one 
exception, deals with alternatives to family care, e^g., group 
homes^ hostels, boarding homes, foster care, and institutions. Hie 
natural home is id&atified as one of many possible community 
residential care settings. 

This committee report has not been singed out for criticism- It 
appears to be fairly representative of any number of reports deal- 
ing with the handicapped It is quite useful in that it provides in- 
formation on the handicapped — their characteristics, their prob- 
lems, their needs, and services that would support them to live as 
independently as possible. With this focus, however, the needs of 
fomilies tend to be deemphasized, and little attention is given to 
necessary and critical support services. 

The Issue of Resource Constraints and 
F^unily Support 

In. spite of the considerable growth in social welfare expendi- 
tures, there are still significant shortages, and these shortages are 
continuing to be felt most heavily by the fEunilies who are carry- 
ing the major responsibility for their handicapped parents and 
children- While these families may be in a better position than 
their counterparts of the 1940s and 1950s insofar as many of tiie 
commtmity services either did not exist then or were in their in- 
fancy, they are more often viewed as "less needjr^ than other at- 
risk groups. Ehren if additional resomrces are not made available, 
most of these ff»mirM*>ft will continue to manage, at least for a time. 
However, it is somewhat simplistic to assume that when the coun- 
try enters into another expansionary period and more can be 
made available for social welfore purposes, the additional re- 
sources will filter down to these families. Such a rationale sug- 
gests that the needs of these families can only be met after serv- 
ices are provided to those in more acute situations, e.g., the elder- 
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ing together all disabled and professionals, by forming a unified 
front, does expansion become possible. 

A &esh look at the organization of services would permit a 
more systematic consideration of alternatives which might range 
from better coordination among the fragmented and incomplete 
specialities to a more structured and generic approach to the 
problem. Given our negative experiences with coordination efforts 
(the current policy thrust), it is suggested by some that only large- 
scale reorganization can be effective. 

Two strat^ies are usually offered. The first involves restructur- 
ing agencies in terms of functional needs with emphasis on certain 
commonalities. All of the disabled, regardless of diagnosis, have 
difficulty in performing the msgor functions considered normal for 
their age; the severely disabled require attention from an adult 
for some time of the day or night; the situation will persist for 
many years. There are also financial difficulties, family stress, 
and a lack of social stimulation. In reorganizing the system along 
functional lines, high-quality, specialized services can be offered 
to all disabled regardless of the specific diagnosis. The alternative 
is to build on the growing trend to restructure governmental 
agencies into umbrella human service configurations. Althou^i 
the evidence to date is not dear, the concept is appropriate. What 
is needed is the development of mechanisms to int^rate these 
services at the delivery level. To date, most efforts have empha- 
sized State-level operations, with little attention given to chang- 
ing community structures. 

A second concern for proponents of a generic approach is that 
the fragmented system has dissipated any meaningful effort for 
community support services that are needed by most disabled. 
While there are agencies, programs, and lobbies for the blind, the 
mentally retarded, children with cerebral palsy, there are none 
for meals on wheels, home care, or transportation services, and 
needed expansion in this area has suffered- A restructinring along 
some dimension of a generic approach would highlight these 
deficiencies. 

The issue of generic services is controversial- While specialized 
knowledge and skills are essential, it does not necessarily follow 
that they can only be developed through categorical agencies. The 
provision of services specifically for the handicapped or for a dis- 
tinct group of handicapped persons tends to isolate them from 
other people and may deny them equal opportimity. In the past, 
for example, it has led to the provision of poorly paid jobs that 
were inappropriate to the potential of the handicapped worker. 
Furthermore, it is interesting to note the demands by parents of 
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^^na ent a lly retarded chi ldren for admission to ordinary schools and 
^||£i>]^rpiK^ for their children to interact w^.th nonhandi- 

^goagpped^ul^^ that segregation often reinforces rath- 

c orr ec ts negative attitades in local communities. 
^E^e difficult question remains, however, as to how comprehen- 
jlpso^ the j^ be. It would be easy to destroy 

^f tirt^-^fectiviMies^ by making it so comprehensive 

||||tibat^^t^ handicapped are included, such as hous- 

plting^ i nriome mainten ance, medical care, education, rehabilitation, 
|||aii^«Kaalization. There are approaches between the extremes of 
^lafpeaadSzed agencies and fully generic~agencies which should be 
|i!^|eacamined more thoroughly. They include programs such as Triage 
in Connecticut, which provides comprehensive services under a 
|tc single administ ration. .These services range from acute hospital 
p carei, throt^^ intermediate nursing and home nursing services, to 
g ciiore and neighborhood support services. Other examples are Per- 
gjsonal Care Organizations, Community Care Corps, and Home 
gCiMe.. Corps, all- of which are organized on relatively generic 
||;gK>und& These efi^^ while building on the common needs of the 
^^^huandicapped^ do not necessarily imply that all agencies be re- 
sljructuxed to meet the functional needs of the disabled. Rather, 
tbey are bnilding meaningful bridges with the specialized agen- 
|cfes;^by cr interfacing mechanisms These efforts are also re- 

|a]fetac a tt em p ts to reexamine the relationship between the com- 
munity support system for the long^rm disabled and institution- 
p0j^:4S^^ rhetoric of choice and preferences for the 

||£|EKnii£ priority (resources) has been 

pj^msn-^'the : latter. And yet, the evidence shows that most f&mi- 
||pM»aifa^r home care over ^ i care and that they are 

i^^iScxui^ little support f^x>m the organized health and welfare 



l^^fMQoich^^ ^^5^^ r^uctsmce to address the issue of an integrated 
^Ipoiibcyr^ in highlighting these needs 

xllfewg^d e cades, Goy^-nment will se^ wa3^ to retrench. Mowever, 
is little evidence to support a position based on the hope 
by ; not raising the issu^ resources will be made available, 
pijofolcm of has to be confronted head on if an ade- 

iiemd effective for handicapped persons and their 

§jSnmlifi»^:is to be achieved, and a number of alternatives should be 
and^ analyzed. 

Ixfetirae maintenance care for the severely disabled in 
same way that tiie acute aspect of cataairo 
|»6w;?xnsuied: is one option. To be feasible, however^, greater at- 






116 



FAMIUES. SOCIAL SERVICES. AND SOCIAL POLICY 



tention should be given to identifying populations at risk. This 
task is complex in that there are many technical and clinical dif- 
ferences related to the nature of the condition. The blind, retard- 
ed children, individuals with multiple sclerosis, the quadripl^c, 
the severely crippled arthritic. aU have different clinical require- 
ments. There is still a need, however, to aggregate disabling con- 
ditions across diagnostic categories, and yet there are no common- 
ly used or accepted criteria of severe disability. Numerous scales 
measuring activities of daily living, such as the Barthel's and 
Pulse's, measure not only functional status but also intellectual 
and emotional adaptability, but none of these permits comprehen- 
sive aggr^ation of data. Once these aggregations are feasible, it 
would then become possible to derive firmer estimates about the 
range of services or benefits the at-risk population is likely to re- 
quire and to identiiy the likely utilization rate. 

An approach other than full insurance would involve payment 
in a form comparable to the disability allowance in the United 
Kingdom (Constant Attendance Allowance), whereby individuals 
identified as needing the attention of another person are given a 
supplementazy cash allowance so that they may secure tiie sup- 
portive assistance they require. This allowance is not income test- 
ed but given solely on the basis of disability. 

Short of fiill insurance, the present Medicare and Medicaid pro- 
grams could be expanded to encourage the provision of less costly 
and often more desirable home care services. If one chooses a non- 
insurance route, a variety of existing programs may be considered 
for expansion into more generic approaches, such as programs for 
the blind and crippled children. The new amendments to the So- 
cial Sectirity Act (Title XX) which provide for personal social serv- 
ices may be considered as a viable nucleus around which to con- 
struct such a system. 

R^ardless of the specific mechanism, whether it is the creation 
of a national health insurance program, some foaap ^ guaranteed 
income related to disabiUty, or the lai^e-scale development of var- 
ious generic supportive services, it is unlikely that such compre- 
hensive policies be realized unless the professionals, the agen- 
cies, and the lay associations come tog^«^er in a united front. If 
these organizations continue to act separately and only push for 
drsrinct categorical groups of handicapped, these poUcy issues will 
either be ignored or be given low priority. 

Finally, while the issues of adequate resources and more effec- 
tive delivery systems are critical, there are still others as impor- 
tant. Increases in resources and a new .organizational structure 
are two key dimensions, but only two. A third component is the 
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attitade and behavior of those persons in direct contact with the 
;recipieiit» the staff responsible for actually providing the services. 
These three — resources, structure, and professional practice — can- 
not be separated, and each will have an influence on the overall 
eCfect of improving the status of families with handicapped chil- 
dren and elderly parents. This issue is deal*" with in the next 



chapter. 
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FUNCTION 



Thfl-- j TTCTywiff r^r*^ issue of the Stated responsi' 

!****"'^**^IT***^ It was suggested that 

ifitiMidb^riw:^ 'ea^ii^Miitnre were used as an. indicator of commit* 

deanoK m str a ted Its aocial concera dec^ite the^ 
■fdibtrtafi^^ reBance on this form of 

TOMi^Mitfif^ because it as^; 

Eaibthition& ai» and tihat sooal needs will be met 

;:^kl!vc^ of rc^ Furthermore,^ 





npat ■ gm tbgfr Twtion that the need» have been idan.- " 
Bare lmbwn» and that they will ; remain oonstant^- 

^TOtes^ttbac^ to make greater. 





deaac»nd»^iBnd need itself roust be 
txvegjam 

: V in iqpnb^ esQian^on in the social services, families 

pvorvrii^Bng; r?*"^ ♦A. K«TM«r>np |wi p«Twi±« or severely retarded chil- 
drega^^^^^^^m recCTong fe wer services r^ative to other groups. 

"V^uIecllftef^State has explicitly noted in numerous pieces of so<nal 
I^gis^iAkm^^^ primary fimction ia to strengthen the capaci- 

laea of £aanil^^ possible^ to substitute 

-tJwj ^rrrrnj ^ frrrTmdfny' frmrtion fitfll consumes most of the 
iBvsdlaBle re associated with this pat^ 

t^rxt have been discussed^ namely inad resources and the 

ws^ setrvioesT ha^ c o ncl iid e» howe ver» that the 

so lu tibn to tins problem would only require more resources and a^ 
:^Y *!^- r '» ^''* ^ ' *g cdT service delivery systems is incomplete without^l 
iCldai^^ A; third and equally ^gnificant part of the equar 

ifs' the attitudes of the people re^wnsible for providing the 
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|S|j)S^ be coiganized in such a way that emphasis is 



ODL sobstituttns for families, on taking over certain func- 
)l^oeBUBj^ incapable or unwilling to carry, on becom- 

nx^Gpste fiBUEni^ either totally or in part. It is critical to de- 
liiteirmxne^^w^ these agencies merely respond 



||e|io>4]3^ and purpose or whether they them- 

^ jaoIyy» ;-are' conditioned in their training to substitute for families, 
ll^Xhe foxin^ that once resources become available and 



ifaervices organized around support, professionals would behave 
||^<£BiGGsrently. In this view, professionals are capable of resp»onding to 
l| amy ffituation, since as professional caregivers they are fleadble and 
fj^adaptable. The latter interpretcxtion, that professional behavior is 
I'^oonditioned by training, argues that no amount of additi<mal 
llresources or restructuring of organizations will bring about inter- 
ventions that support families caring for handicapped members, 
Ifsinoe profiBSsionals are either unwilling to function in this way or 
j-^^mcaikahle of dot^ because they do not know how to support. 
^p-i^'fFbi3:iBBae: 18^ of course, stated in polar or dichotomous terms. 
j|SQ^ » not the intent. As with resources, professional b^bavior 
iaicidt^Kttitudes Is^ on various points of a continuum. In the previ- 
lloiS; clftas>ter; services were classified as either supportive or substi- 
|itxitive$ it was necessary to go beyond the simple description of the 
isebrvioe^ e.g;., institutional care or community care. The purpose of 
^il2fte aexyice^ in^ilicit or explicit, became the primary criterion. 

it being d^ivered? What was it attempting to achieve? 
reoQgmang that most services could not be neatly identified as 
eartber/or» th^ analyse looked for emphases. 





V vlt; also has to be soin exaTnining professional response. Regardless 



agency^s expressed purpose, some professionals d^uae 
ItfaHsir f^ siqpportive or substitutive. * Still others 

pai&e ^tjbeir^ fu^ changing Srom case to case, client to client, pa- 
[ItieiDct t^^^^ It should be possible to identify dominant themes 

InE^feted^^ prof^ attitudes, themes that describe family-pro- 

interaction. These themes should indicate what, if any- 
.^should be d<me if both sets of caregivers were to share re- 
lilit^' for handicapped persons. 

*ir'-;;^-: ■ ■ ■ ■ " , . 

ipStiliide^ Famili^: A Typology 

such d escripto rs as family care^ £amily support, family 
j&moly systems, and family services^ 551 citations were 
p rbj ftiw a^ fixwn computer searches of Sociological Abstracts and 
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Pi^chologicctl Abstracts, A third search undertaken was from the 
National Library of Medicine's National Interactive Retrieval 
Service, Medlars II, and produced 238 citations. Given the type of 
literature covered by this system, descriptors such as family and 
elderly, family and handicapped, family and mentally retarded, 
and community support were used. The fifth and final search was 
provided by the Division of Special Mental Health Programs, Na^ 
tional Institute of Mental Health, and produced 51 X citations. In 
all, 1,300 articles, books, or reports were generated and abstract- 
ed- Of this pool, 312 specifically dealt with the issue of feunily care 
as defined in the study. An additional 213 citations were identi-* 
fied from the citations produced by these searches and from other 
sources. The total working bibliography, then, contained 525 cita- 
tions, ea<^ of which came under one of the following msgor cate- 
gories: mental retardation, mental illness, physically handicapped 
children (excluding the mentally retarded), or physically handi- 
capped elderly. Each citation was then content analyzed and eval- 
uated in terms of the following five conceptual views: 

1. Family as part of the problem. A number of citations dealing 
with families with mentally or physically handicapped children 
and phjTsically handicapped elderly tended to discuss the family 
as a barrier to the successful treatment and rehabilitation of the 
individual. When the desired outcomes were not achieved, the 
family received much of the blame. The mental health literature 
discussed the fieunily as a part of the problem in a different way. 
These studies viewed individual illness as symptomatic of family 
pathology in generaL 

2. Family as resource to the handicapped person. These studies 
tended to view the family as caregiver to the handicapped individ- 
ual. The family members are not discussed as people in their own 
right but seem to exist only in terms of the handicapped child or 
elderly parent. 

3. Family as resource to the professional caregiver. In this litera- 
ture, the family continues to be viewed as a resource to the handi- 
capped person but now functions as an extension of the profes- 
sional. The assumption underlying this approach is that the pro- 
fessional maintains overall responsibility for diagnosis and treat- 
ment but also del^ates certain tasks to the family. The family, of 
course, carries out these functions under the supervision of the 
professional. 

4. Frofessiortals as resources to the family. These studies are sig- 
nificantly different &om the above three. Althoi;^h the focus is 
still on the successful treatment/rehabilitation of the handi- 
capped person, the family is recognized as the primary car^iver. 
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in the third category, the £amily is supportive to the pro- 
and is dependent on professional direction, this litera- 
that liBunily ca r eg iv er s in their own right are ca- 
<at lent in terms of needs and services) and 
for much of the treatment/ reha- 



proces s > The professionals heoome supportive to the fam- 
^^pi'-rWoiSt the dependency relationship has shifted to some d^n:^- 
g|5Li jFbnii^^ restmroes. This catefgory includes literature 

~ ~ le first time shifts the fixus from the individual (the ob- 
|||M±^dCtlie intervention^to the family. The fsEimily is recognized as a 
in its own right, a unit that needs support because it is pro- 
care to a handicapped member. Because the presence of a 
^pliandBcapped child or frail elderly parent often brings with it 
Iphysical, social, emotional, and financial stress to other family 
^members, supportive services are made available to prevent or 
l^amcktiorate any accompanying problems. 





analysis diowed that the tyjxilogies had to be used more as 
^liiieal types rather than discrete categories into which each cita- 
Ipjdn'^ould be idaoed. For eatample, in many studies emphasizing 
|l3hidfc- fam were part of the inrablem, the implicit assumption 
>'^wjas that fiamlllfs could be effective resources to the handicapped 
g i n di vl d nad. Fai^^ were, therefore, viewed as objects of treat- 
iment^ at least initially, so that they could be car^ivers. More- 
althoas^ categories 3 (families as resources to the profes- 
caregrver> and 4 (professionals as resources to the family) 
«onoqptnal|y distinct and the difference in emphasis signifi- 
it was often impossible to determine into which categoxy a 
Taaaa^ It was therefore decided to 

| yi ni b iiie v;tiie-.two into a single category in which the femily was 
^ team. Where possible and ap- 

||^ii u ij j t« ' distinctions were noted. Finally, the analysis was 

Lto d^enoune patterns, even though many of the individual 
_ to be counted in more than one categoxy. 

■^^l^oSki^m coding process, a nmz^>er of alternative ways to 

g pe a e ^ et these ''data'^ were explored. One possibility 

:tM> use the pro(^^ the organizing principle, 

easionals tend to react di£ferently to families with handi- 
TiKwnlieri^ Is there a distinct pattern, for example* amon^ 
'x^yj&aitiU^ is signiflcantfy different from social workers, 

x>oajmeS^^ physiciaxis, etc? A preliminary 

some discipline-uniqne patterns but also enough 
to cload the results. For e psychiatric social 

magr tend to approach the femily as part of the problem, 
social woxicers may emphasize the &mily as part of 
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a rehabilitation team or as a resource for the handicapped ir.'j : 
viduaL These same patterns were found among physiciai^::, 
nurses, and counselors. Although inconclusive, the first h3rpoth- 
esis — agencies determine how the individual prc^essional win 
react to the family — seemed to be supported. However, the data 
were ambiguous, and the approach along discipline lines was 
deemphasized. A second possibility for aggregation was to orga- 
nize the findings around handicapping conditions. As mentioned 
earlier, these included mentally retarded ^lildren, physically 
handicapped children, physically handicapped elderly, and the. 
mentally ill. This approach proved to be more fruitful. First, to 
some extent it controlled for the agency defining functions and 
professional behavior; second, it produced distinct patterns; and fi- 
nally, it ofiTered the possibility for policy intervention. 

It was decided that such a review should also examine these 
emphases on family care along a time dimension. With a 20- 
year review, was it possible to determine shifts in attitudes and 
approaches? For example, did professionals dealing with mentally 
retarded children see Seunilies as contributing to the problem 10 
or 15 years ago and now see families as team members or as need- 
ing resources in their own right? If these trends existed, they 
argue for an evolutionary process that will eventually result in 
more family support. 

These five views of family should not be seen as a continuum 
with one end superior to the other. Such a progressioii is not in- 
tended. Althoii^ the argument to this point has been for more 
supportive services to families providing care to handicapped chil- 
dren and parents (cat^ory S)* it has also emphasized the notion of 
shared responsibility underlying categories 3 and 4 (family as part 
of the car^;iving team). These views of the family are compatible 
and not counterproductive. It is also likely that in some instances 
families do actually inhibit or retard the rehabilitation of the 
handicapped member. If they are to be effective caregivers (as- 
suming they want to function as such), they have to be helped. 
The notion underlying this form of intervention is not to support 
these family members but to treat them. The object of treat^Wfent 
b^ins with the handicapped person and then expands to define 
other members as patients or clients. The purpose of the interven- 
tion is to bring the family to the point where they can function 
effectively as car^^vers or providers of social services. The follow- 
ing analysts identified examples of the literature falling into one 
or more of the conceptual typologies. The listing is not offered as 
exhaustive in any sense. It is drawn from the general bibliogra- 
phy used in this study. 
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tfae literature under this hewdiwg tends to view 
rrier to socoessftd treatment of the 
Ehan empliaKzins the £unily 
it is oseftil to begin 



with fiBonily mraobers from this perqwctxve of 
these fiamilies dff4ined by profe s si onals? 
of the literature covering the years 1920-1958, 
and Bell (19S9) point oat Uiat most mental health practi- 
that if an individual experienced problems* the 
fismily had a proUem. Furthermore, most professionals in 
for the etiology of the individual's illness began with 
is^libcaa on the fieunily and the events antecedent to the develop- 

The family was more often than not 





to the etiology, usually in one of three ways. 
ivv.«;>>Mu»^ parent-cbild relationships, structural a^>ects of the fomily, 
^^-^'^ b^r^ oocder* number of sibtlngs, etc^ and genetic or constitu- 

all presumed to be fiactors. They report,, fur- 
tttdies in which £Bunily factors were considered 
to tl»e oocnnrenoe of mental ilhiess, <me-half attribute 
i^eiS itiike ipvoblem to ^one or more traits in the patient which were 
W^m^w%^ ii u fcTWii i <w it|MM ! !LM «f tlM» nrtoither^a Par father's 
asftd^bdiavior. ... In the oUaer half the investigators 
the pathogenesis of the Quid's d isturb ance as the 
Foces s of xmrgoing eveats between permits and the 
p^HSdi siBd m & lew instances of the dynamic interrelationships 
liw i ij^Wwit ^tiie^aani^^ 

sview article (Kxeisman and -Joy 1974) argues 
approacdt tends to still dominate practice, 
sbiije^baat tiie^^^ into the seventies ^*the study of the 

elataoii to tiie mental illness of a relative has generally 
itspoBsSUe rote as an eticdogical feictor in the origin or 
of the dismrder.^ i^Pldetoai <1974> s up ports this corKdusion 
iiia4^r''maxQr sidiools of psychiatric thought implicate 
'a £mi|y in aggravating or even generating the ill- 
^r»^..'..^ need to focus <m the 






Mt*^'"p t l Tig idwMJIy the Tfc^*jy»^ cause of 

(see also, Gfarlich 1962; Meszaros 



on mental mness discusses the appropri- 
the £sani|y as the treatment unit when one 
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member is ill. Robinson (1975) explains that "in fiuaoily therapy* 
the dominant f o r c e s in personality development are thought to b0 
loci^ed externally in the or^^anised behavioral characteristics o€ 
the £unily . . . the fismily is viewed as a rule governed, chan^ 
resistant* transactional system with an operational program tha^ 
has evolved throu^ several generations. . . Numerous articles^ 
such as those by Aponte (1974) and Gatti and Cotman (1976)* de- 
scribe techniques to involve the family in the therapeutic process 
on the assumption that the entire family has contributed to the 
problem. 

Two other variations of this theme are also found in the litera- 
ture. Whereas families, especially parents, are not seen as the 
"'cause'* of the problem when a child is mentally retarded or phys- 
ically handicapped, they have at times been seen as incapable 
caregivers or as barriers to successful treatment. 

Wolfiensbezger (1967) and Carr (1975), in their review articles^ 
suggest that professionals until and through the early sixties 
strongly urged parents of severely retarded children to seek 
institutionalization as soon as possible after birth. This recom- 
mendation was related to the notion that the family could do very 
little for the child, that the condition was irreversible, and that 
the child were to remain with his or her family, all would suffer- 
It was further estimated that 80 percent of pe«3iatriciazis recon»- 
mended institutionalization at birth (Werkman, Washington* and 
Oberman 1961). Kramm (1963) reported that 44 of 50 families with 
mongoloid children were advised to institutionalize when informed 
of the diagnosis, and 31 were urged to do so inunediately. pbysi- 
ciam* tended to discuss this decision only with the father and be- 
fore the mother had seen the child (Aldrich 1947). Farber (1960> 
wrote persuasively that institutionalization was the only effective 
strategy to preserve the rest of the family. Most professionals be- 
lieved that if families elected to keep their children at home, they 
did so because they were "guilt ridden, anxiety laden and overpro- 
tective" (Barsch 1968; Wolfensbezger 1967). When fieunilies op- 
posed professional advice, they were relegated to the role of sec- 
ondary patients. The parents, furthermore, were provided counsel- 
ing services or psychotherapy so that they eventually would ac- 
cept institutionalization (Ck>hen 1962). 

ESven after the professionals changed their attitudes about insti- 
tutional care as superior to family care, family problems and pa- 
thology were emphasized in the literature. Pinkerton (1970) writes 
of parental anger and overprotection and, through the use of nu- 
merous examples, discusses how parents' attitudes are counterpro- 
ductive to the child's well-being. Poznanski (1973) also discusses 
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tiM raactioni of parents to the birth of a handicapped child and * 
maofhaaimBB how tfaey create barriers to eu cc c — fi ll rehabilitation. 

T^liiST^viewr of ^ke Uaoafy la also foond in the lit e r a t ur e dealing 
>witli the care of phsfsieally handicapped children and adults. Gol- 
vSSm <19G6) points out that when a child is **sick, abnormal or de- 
^ Jfottin ed ^ the child poyi^uatrist should be aware of family a4just- 
inent problems that could stand in the way of treatment. This 
iriew is scqiported by Kohut (1966>» who argues for family counsel- 
ling: *^or the sake of the abnormal child, it is essential that par- 
ents receive guidance with identifying sOTtie of the troubled and 
complex feelings that exist between them and their child and 
other members of the fieunily." Binger et aL (1969), in discussing 
dtdSidbood leukemia, found that 50 percent of the families in the 
study had one or more family members developing emotional dis- 
turbances that were severe enough to interfJere with adequate so- 
cial functioning and required psychiatric help. Others, such as 
Pterin et aL (1972), Davis 0975), and I^ess (1976), argued that 
loB^p-term illness and disability in a child are usually accompanied 
by problems of adaptation by other fiamily members and that the 
cldldjs treatment is related to parental cc^nng and attitudes more 
tbatt to the degree of disability. Initially the purpose of Perrin's 
stodbr was to determine the efilfectiveness of physician and social 
worker involvement in a comprehensive care program for handi- 
capped children. Finding little evidence of professional input and 
saooessfhl outcome, the authors seem to imply that the family 
was somdiow impeding the treatment/ rehabilitation process. 

Uaaey (1972) azgues firom a perspective that includes the whole 
f&OBily and not Just the handicapped adult. Although the stated 
pvnrpose of this focus was identify ways to h^p families to cope, 
" tiie article draws heavily on £amily-focused literature that diag- 
; aoaed the fiBunily as the patient. Peck (1974), in dIscusBing the 
;^BaaaaSy ^ynaxMncs of rehabilitation, presents case studies in which 
^^Be £Buau|y was dearly a barrier to treatment and concludes that 
''^ u not safe to presume a blanket of good will motivation on the 
£Bmi|3r^s part towards its disabled relative .... If the rehabilita- 
tion, of <me £amily nsember goes sour, it most frequently is a sign 
Ntiwt atber femOy members are involved in some uncooperative 
^braAegyJ* Another study (Moss and Kaplan-DeNour 1975) found 
■^hat in renal fa flure and chronic hemodialysis, families tended to 
Ibacve «pg pt ^« f> accusing attitudes toward the patient, that signs of 
^lenqpad^ were wwwiaiTig, and that any profe s si onal attempt to help 
3jtlaesn in^Uiat di]^^ was rejected. 

J Br laiiefing lius literature as emj^aasizing patholog3^ either 
£cam tiie pezspective that the femily is somewhat responsible for 
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the individual member's handicappixiff condition or that the fam- 
ily is a blo^ to su cc e ssfu l rehabilitation or treatment* it is not 
betnif implied that this approach is misdirected. If fisunilies do 
have problems, it is legitimate that the family as well as the 
handicapped person becomes the treatment unit. But such an ap- 
proach is longstanding and has great current. It burins with the 
notion that, until demonstrated otherwise, family pathology ex- 
ists. For example, Leavitt (ld75) reports that fomilies of patients 
to be discharged from mental hospitals complained that, in prepar- 
ing for this, they were being treated by the professional staff as if 
they were patients and not as responsible caregivers. Or even 
more pernicious, fiBunily members seem to be blamed for unsuc- 
cessful treatment outcomes, while professionals are responsible 
for the successes. 

Another theme that has emerged more recently also begins 
with a variation of this assumption. Whereas 25 years ago, the de- 
cision to keep a severely retarded diild in the home was «^^n as 
symptomatic of underlying pathology on the part of parents, 
today this same diagnosis of pathology is made when parents se^ 
institutionalization. Hewett (1976) points out that the current pro- 
fessional attitude assumes that seeking institutional care indi- 
cates a reflecting attitude on the part of the mother. Wolfens- 
berger (19716), a leading advocate for community and family care, 
has argued that parents ^ould not have the right to decide 
whether to keep a retarded child or to transfer the care to some 
other social institution. **We need to reconceptuaiize the parental 
right as b^ng one of seeking divestiture of the child but not nec- 
essarily of implementing it. At least where public funds are in- 
volved, society through its representatives, and not the parents, 
must be conceptiialized as making the ultimate decision on wheth- 
er parental demand for divestiture should be met.'* Wolfensbeiger 
goes on to recommend that foster care should become a nu^r al- 
ternative to family (natural) care since many parents refrain from 
transferring their responsibility if they know that another family, 
probably in the same town, will accept the child as their own. The 
assumptions behind this position are clear. Home care is always 
superior to institutional care. It is better for the child, better fbr 
the parents, better for the oth^ children. Any deviation firom this 
is considered to be an indication of pathology. Furthermore, just 
as the present administration's initial welfare-reform proposal 
soc^ht to strex^then families by forcing filial responsibility, so 
also this approach would coerce parental responsibility on the as- 
sumption that it would be in the best interest of the feunily. 
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RMources to the Handicapped 



1^ White woBom of the authors cited in the above category do identi- 
Ii~^^^t3>e fiutnity as a potential resource to the handicapped member. 




under this heading since they tend to de- 
the fiunity- in pathological terms. Families are expected to 
problems when a handicapped person hi present. These prdb- 
retard the treatment/rehabilitation of the handicapped per- 
Finally» the £uni|y is viewed as a unit needing treatment if it 
is to become an e ffe c tiv e r es o u rce. 

Tbe lite r a t ure included in this category begins with the as- 
snmption that families can be capable caregivers. Families are 
seen as under stress, but stress is not equated with pathology. 
When a child is bom with a severe handicap or an elderly parent 
strdEe* family equilibrium is disturbed, a crisis exists, and 




1962, Cohen pointed out that parents go through a 
of sta ge s when they learn that they have a handicapped 
iciiSd, but that these sta g e s are normal reactions and not indica- 
of family breakdown. Both she and WdHcaAergBr (1967) 
that most p a re n t s adjust to these crises and can provide a 
aring function to the child. Nether, of course, is suggesting 
famtiSes do not need suppCMrt in woridng through these crises. 
^3lMqr argoe that parents do have str e ngth s, and coping patterns 



lEannett C1957), reacting to the then current practice of 

inst 1 1 1 tonalrmtion for children bom with severe mental 
argued that such actions were questionaUe. He stat- 
^fod^- '**It is dz£Eicult to rationalize successfully the withdrawal 
wfeom yfAat must be one of the strongest instinctual demands of 
iJiaxents — the care of tiie young/' Yannet^ ar^nnent is simple: 
g Rirent s of handirapped children have much in common with par- 
of nntti tH udSciHiped children. One area is parenting or cfaild- 
md> althoggh handicapped children may make greater 
and create addit i on al stress, their parents more often 



CEobbs Ct975> si i gg i PftfH that when children are handicapped, 

for pr of ojinio i mls to neiJect or dncniphnn ij c the 
roles of famOy," tiie ''normal source ot afifec- 
a e cmitj^ instruction and discipline of children in our soci- 
.Othess, such as MarfCeith (1973), emphasise that a xnagor 

wife handicapped cfaildrett is to provide emo- 

tfae fBonUy setting 
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is the best environment for this. Birenbaum (1971) argues that the 
rgtmily is able to help the retarded child in escpressive activities, at 
least while the child is young- Later, as the child grows older, he 
needs outside help. Gaplan (1976), agreeing with Hobbr. views the 
family as the appropriate support system for the handicapped 
child and id^itifies a number of critical parenting functions. 
These functions, he suggests, are not unique to parents of retard- 
ed children but are universal to all families with children, ^s 
premise is that families with handicapped children have much in 
common with £suxulies in general. These functions include: (1) the 
collection and dissemination of information; (2) the provision of 
appropriate feedback to the child, Le~, a guidance system; (3) a 
source of personal ideology; (4) family as mediator and guide for 
problem solving; (5) a source of practical and concrete services; (6) 
an environment for recuperation; and (7) a source and validation 
of personal identity. 

This position is more than just wishful thinkiTig or undue opti- 
Fowle (1968), in her comparison study of families providing: 
care to retarded children and families who had institutionalized 
their children, reports that the former did ea^perience consider- 
able stress but were able to function as capable caregivers. Stress, 
however, was not d^Sned as pathology, and these families did not 
exhibit greater amounts of problems than those who had giv^i up 
the caring function- The amount of literature on this issue is large 
and was discussed in chapter 3. 

The mental health literature tends to deemphasize families as 
caregivers. Families are identified as important to treatment and 
successful outcome, but the weight of the argument is toward 
femily patholc^y and treatment of the family. There are, of 
course, exceptions. Rubenstein (1972) states that families can and 
should share responsibility for the patient's treatment, not be- 
cause they are re^>onsible for the illness, but because they can do 
so and thus jnrevent institutionalization. Hall and Hradley (197^ 
and Mannino and Shore (1974) report that patients discharged to 
receptive families have need for fewer services than those pa- 
tients without families or whose families are tmwilling to assume 
responsibility for the caring function. What distinguishes these 
writers from their colleagues in mental health seems to be their 
approach to famil^s. While the former assume pathology xmtil 
proven otherwise, the latter tend to begin with the notion that 
families can support the mentally ill member. They do, of course, 
recognize that in some instances families may have "caused" or 
exacerbated the problem and in other instances the family is a 
barrier to treatment. Family members are then appropriate ob- 
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^ii^^eote of treatment. Thei conclusion are simple: Assume the fam- 
I^^^^^E^ ceox be a resource tmtO the weight of evidence demonstrates 
p ii^^iis to he impossible. 

|# t While th«:« are moore examples of articles d iscus sing families as 
p^'i^xesources to the physically handicapped than found in the mental 
jiesBilth literature^ the number is considerably lower than those 
|r S discosang £amily care and mentally retarded children. Two em- 
il'V'^phaselB are found: the first, the impoi-tant management function 
f&xtaly mCTobers as well as the general socialization of the 
l^lxandicapped member (Mattson 1972; Kogan and Tyler 1973; and 
I^Battle 197^. Critical to this is the femily*s acceptance of the 
v i handicap and their ability to accommodate to uncertainty. The 
:;r Second and complementary position discusses the need for profes- 
Ip^ saonals to give accurate information on the diagnosis, prognosis, 
^ and^treatment plan n>^2nchuk; 1975; Jenkins et aL 1976). In doing 
■:':'':so,'it is felt 1±tat the car^ivers can realistically anticipate difficul- 
ties, that present and future stress can be defiised* and that fam- 
ily members will be in a position to assume an active role in the 
: : care of the handicapped member. 



J^miSies as Team Members 

. ; "In reviewing the medical literature over the past twenty years, 
' the terms 'team' and team approach' have become increasingly 
: common in all fields which suggests that we have entered the 
' *Aea of the Team' in the delivery of health care, not just for han- 
dling chronic illness and complex long-term problems, but also in 
providing care for short-term acute problems'* (Katz 1975). The 
team approach evolved initially in the field of rehabilitation 
; w^ it became apparent that the variety and complexity of i>a- 
; tients' needs could not be met by professionals working alone. 
~y 'Gies^ needs were some combination of medical, psychiatric, so- 

Given the fragmented nature of the human 
service delivery S5rstem, multidisciplinary t,eams were organized to 
l^'dia^gnose and treat the "whole patient." In time, this t.<*am has 
li com® to include not only physicians and nurses, but a growing 
! iimnber of allied health professionals such as social workers, nu- 
flixiticaiists, physical and speech therapists, health aides, p^zholo- 

iiSi-;:-gistS,"etC:. - 

f^- ffi the physician has- been pivotal, and other team 

Pi^^ THP^^ '^"*^ were viewed as ancillary. Moreover, relatives of the pa- 
fej'ticsiit were not seen as part of this team. Parsons (1951), in his ar- 
1- ; ticle on the role of physicians, notes that the patient was expected 
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to become dep>endeiit on the professional, since only the profes- 
sionaUy trained 'x>uld know enough to cure. The **good patient'' 
accepted this st&cus difference and followed orders. A patient, 
often defined to include family members, was a person in need of 
help as determined by the professional. Goffman (1961) expanded 
on this notion by observing that patients were required to place 
absolute trust in the knowledge and techniques of the profession- 
aU since only the professional could translate symptoms into diag- 
nosis and treatment. 

This practice of excluding the patient and the family from the 
team has been questioned over time. It has been foimd that when 
perceptions of needs differed between professionals and family 
m embers, the treatment plan tended not to be carried out (Bedard 
1967). One response has been the development of procedures to 
orient patients and their families so that they will understand 
and accept the professional's reason for whatever is recommend- 
ed* While this strategy is still not based on accepting family mem- 
bers as equal partners, it does expand the role of nonprofessional 
car^ivers- ^ 

The literature in this section has two distinct emphases. The 
first views the family as part of the team but secondary to the 
professionals. Family members can carry out certain functions 
under the supervision of others. Just as early developments in 
team care were dependent on being able to divide tasks historical- 
ly carried by the physician and del^ating some of these to ''lower 
leveV* personnel, families were brought into the team when cer- 
tain tasks could be identified as nonprofessional. Magraw (1968) 
and Millis (1967) lab^ these as the role of knower and the role of 
doer. In one context physicians are knowers (problems-solving 
knowledge)^ and ancillary professionals are doers (performing a 
technical function). In another context, all professionals are 
knowers and possibly doers^ but family caregivers are never y 
knowers. They do something under a professional's direction. The 
second tyi>e of literature views family members as both knowers 
and doers. They are fully participating team members and as 
such contribute to the diagnostic/assessment function as well as 
the treatment phase. 

As an example of the latter, Matheny and Vemick (1969) re- 
port on a study of parents with retarded children who were asked 
to estimate the level of the child's functional ability. These chil- 
dren were then assessed by professionals. Their results showed lit- 
tle difference between professional and parental assessment. Tlie 
one difference found was that parents tended to have slightly 
higher expectations as to the capability of the child for learning 
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jts^ks^ A followup of the c^dxra showed that the parents 

^^ISaca?!^^ retarded children are seen by 

W i mt&i axim teaches. This trend is firequently based 

lE^nii leaiii^ modification (Dorenberg 



_ _ b^iavior modification (Dorenber^g 1972). 

;are becpnnin^ to be accepted as both correct and reason- 
^^B3bSia-r:hi^-'-i3ot&iX'. demands "for information, guidance, and t r a ining 
iitiechmqaes rather than in need of psychodynamically based coun- 




of parents imderscores programs developing skills in 
ijp^T**n<^ th<>fir- <^ildren are in institutions (Bullington 1976), 

Yjnf J mm siich as the Georgia Program 

1975>, and the growing number of parent group pro- 



^gBBans^^^0 1974). ^ these efforts the profesional developed a 
'^^peaiante^ and in most instances 

^Msuei&ii^^ persons. The Parent Involvement Programs, 

^fir^ ^4m^np^-}iTt:iJ^ midrsaadaes. have demonstrated the e£fective- 
pMM^^ i^ Wie^ring et aL (1978), in their revisw of the 

$^JStmAaac&^^ €a^ outcomes as meaijured by 

l^iQttand achievement were &^ and long lasting. Their review 

p^ndtqded the studies of Ka^ and Tesca (197^, Bronfenbrenner 

|£ ^i? iSion^ have even ventured further. Goc^sby (1976) sees 

l|p|o(feseaq^ of mentally retarded children as in- 

llteic^i^^ to identify needed serv- 

Ipcea. I>affX1976) argues that the physician does not have the right 
■f-^ '; i|V^-w^yrfOT nHy decide on what should be done: - - at issue is 
Show resources are used, how people 

^ since individuals have strong feelings about such things, 
li^iOie^ deliberated <di^^ of patients and families should be considr 
Iv^^nrcxL-plyotal paramount for they primarily must bear the 

I^CTyywg"*!"^*^ '^^'^gg" ^^'^ is forceful in her discussion of family 
^ciire^'^^ to institutional care. She evalu- 

^^ap0f&aocafyi^^ is tolerated by the family 

liwSi^^ and sibling s, and such care 

^^m;E0ieaa^ the handicapped person as some^other 

^jibm^l±v^ casc^ argument by asserting that 

I^NEDDeaK^ to make the 

pd^OBKH^^ nor Boggs is eHTninatfng the contribution 

^^M^pai^iaSegBa^ but they have moved 




..mm that views the family as part of 

0bti^:^lxiaaii^^ Here the concern seems to be 
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on lessening the demand for services, especially for institutional 
care. Clausen and Yarrow (1955) argued, almost 25 years ago that 
if families were to partir.'ipate as car^fivers, more discharges 
would be possible and» a» importantly, readmission rates would be 
lowered. Their concern, sso stated, however, was that mental hos- 
pitals were lacking in resources and were understaffed. If families 
provided services, this pressure on the system would be lessened- 
Shea (195G> came to the same conclusion when he pointed out the 
value of hospital staff working with faEmoily members before dis- 
charge and then mn^TitjiiTiingr gin ongoing supportive relationship 
with them. The primary emphasis was not on the well-being of 
the patient so much as on the well-being of an overly taxed men- 
tal health system. In benefiting the system it was, of course, im- 
plied that the patient would benefit. As Xeavitt (1975) stated, such 
ob^iectives could be achieved if fomiHes accepted their share of the 
care and treatmcsnt of psychiatric patients.^:- 

Ebtamples of literature viewing family members as part of the 
team are numerous in the area of physical handicap. Insofar as 
this literature emphasizes the medical care approach, families 
tend to be included for two reasons. The first is simply the notion 
that if family members participate in the caregiving function, 
they are likely to carry out professional recomm^dations. In as- 
suming the role of ancillary personnel, they implicitly agree to su- 
pervision. Secondly, jtsst as nurses, social workers, therapists, and 
other members of the team work under the direction of the physi- 
cian leader and become physician extenders, so also do £amily 
members become extenders. The team approach achieves coordi- 
nation and service integration throu^i a form of control. Mem- 
bers are coopted (in a positive sense) and work toward common 
goals. In this case, the goal is the successful treatment/ rehabilita- 
tion of the patient, and more care is made available. 

This cooptation idea is significant. It differs from the pathologi- 
cal position that b^ins by treating family members so that they 
will not obstruct patient care (the family as patient) and will be 
able to function as a resource to the patient. The team approach 
does not assume pathology- It does recognize that if family mem- 
bers are excluded from the treatment planning and treatment de- 
livery process, the outcome can be negatively affected. Kanthor 
(1974) found that patient care was uncoordinated if the profession- 
als did not provide a dear understanding of what was happening 
to £amOy car^ivers, and this lack of coordination slowed the 
process significantly. This recommendation has been supported by 
the work of Kisly (1973), Schwab (1975), and WeUer (1976), who 
argue the successful patient outcome is as much related to family 
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izL the rehabilitatiozi 
tiie professioiial care, 
inoftiis^ on. mental retail 

teacfaexs) is equally important. 



\(i^t$r^^i]^^S^^Se& suggests that hos- 

ffly^^i irm L r u gfc femily members in proper meth- 

care, induding procedures for phys- 



^^^Siysi^xm bed to chairs etc, and for feed^ 

^^^«tiiung; and drea^^ thus extend the nursing 

»q^piQ^i£a^ Martin ad76) describe a 

iifi^m^ 4 «ogg MP ^wdnch ^aa p^^n Tipff helping the family provide the 
heciuutu x L y dietetic and personal care while the profes- 
ihaintBins the medical, nursing, social, and therapeu- 




ItSc^^cOkC^ion. - 

^pfr^ii^gpp^i^^ : - t^KMt -::iT«Mm»tMT«» assuxQes £amily members can be ef- 
lle ik j^<^ ^^ciuregi v ers;.,''Vi^^ is • erf* note is that only in the literature 
^ ^n rt^^ is there an explicit commitment 

li^^te.Twa3 r^ -wM»^ r-n-ftjpskl TTi«»mK f*irR^ of the team^ In the litera- 

^^oua^ng mental illness and physical iTlTiea s, professionals 
!is6H?iew^^ resource to the jnrofessional care- 

In the former instance, the femily is viewed as the prima- 
^»CK^ifseryi<»^ and prote fun<*ion as sop- 

.p . j' -^ v^,^ treated/rehabilitated by the 

^ wiiitdL in turn is assisted by others. In the latter case, the 
j^Ge^^oaai^ social services, and family memb ers 

q^art JJixera, JJndesr i m pr o priate supervision, they are encour- 
"and traveled to carry out certain nonprofessional or quasi- 
Lonal tables. The faamHy becomes an extension of the profes- 
isoonal team, thus benefiting the professional caregivers. 






Needing Resources 



point, the literature cited has focused on the han di- 

S^re the emphasis shifts dramatically, the 

___^es the <A»ject of^ t^ and services are dis- 

_|lae£ms^^ <^^^ nonhandicapped members. The 

^ecti cluld :or adult stall retains a place of prominence, 
Ai^ i3>»P*Tiwa»»fc^^^ are not ignored. Howev- 

ag^tbie;pre?in€y^ uot viewed prir 

la, rero thie individual or to the professional. 

«ii?ie instead t^ deris io n to care for a bandi- 

ts to bring with it^^ o^ demands on 

txtv ^memoers ana more ' often than not disrupts normal 



5f A^i^viL^^iiK; . 
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fisunily fiinctiomiicr- It is further aingued that nTil**iag supportive 
services are made available, the Emily's ability to function as.e^ 
fectxve car^fivers is threat^aed and in time the handicapped per- 
son and other ^unily members will suffer. 

The pressures that families are experiencing were discussed in 
detail in chapter 3. It was shown that families caring for severely 
retarded children and families caringr ^or frail elderly parents 
fiaced similar stresses. It was further suggested that these stresses 
were probably common to families providing care to handicapped 
persons in general, r^ardless of the diagnosis. These included in 
a generic sense the following: 

• financial stress associated with the care of the handicapped 
person 

• the significant amount of time required for personal care 

• the ph3rsical well-being of the car^iver 

• the constant interruptions of family routines, including 
sleeping 

• the sense of social isolation and a perceived stigmatization by 
others 

• difficulties in shotting, household routines, and limitations 
in recreation and other social activities 

• handling behavioral problems 

• the sense of limited prospects for the future 

The analysis in chapter 4 showed that, although financial assist- 
ance, medical care, and social services are available and have 
grown in both scope and scale, these services are designed to sup- 
port the handicapped individual. Relatively speaking, services to 
support families are nonexistent- Family needs are not recog- 
nized. 

And yet, there is a literature base that assumed the value 
of supporting families. Un^Drtunately, it is not as well developed 
as the other views of family and car^ivii^. As early as the fifties, 
the World Health Organization (WHO 1954; Wolfensberger 1969) 
discussed the need to consider the family rather than the severely 
retarded child as the unit of service. Breaking away fix>m the 
then traditional pathological view with its psychodynamically ori- 
ented approaidi, this organization suggested that economic and so- 
cial conditions should be dealt with so that parents would not be 
penalized by keeping their children at home. Well before such no- 
tions became acceptable, it was azigued that social costs should be 
considered in deciding on tibe relative merits of home or institu- 
tional care insofar as parents have little real choice if supportive 
services are nonexistent. Holt (1958), in her seminal work, docu- 
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naented the need for family support services but. Like so many 

■i.pUaers, offered little in the way of specific recommendations. 

.qCA^Bch of the literature cited in chapter 3 falls into this category.) 

V More^si (1975) is an exception. In an important piece» he lists 
' five types of services necessary for normalization and the develop- 

vment of a least restrictive environment- While four emphasize the 
x^eds of the retarded individual, the first discussed is family sup- 
port, indudii^ genetic counseling, diagnostic services, respite 
care, homemakers, parent/child training, and financial assistance. 
Others, such as Dunlap (1976) and Thurlow et al. (1978), also offer 
specific recommendations- 

In another article, Horejsi (1978) argues that in b^inning with 
the needs of the individual, the needs of the family are deempha- 
sazed^ Whereas more sophisticated diagnostic services are continu- 
ously being developed, little attention is given to the development 

: of appropriate homemaker services. Special education teachers 
are provided, but babysitters are not. Wheelchairs, but not wash- 
ing machines, for handicapped children are considered appropri- 
ate expenditures. The handicapped child may be sent to a camp, 
but £eumlies are not helped to have a vacation. Finally, residential 
care services are provided once a retarded person leaves home, 
but little in the way of respite care has been developed to support 
fiunily members who want to continue as primary car^ivers. 
Skamulis (1976) supports this general thesis and comments: 

When faced with a family having a difficult time coping with 
a handicapped member we usually say in effect, ''We realize 
your burden is great and getting heavier. Would you like to 
consider one of our group homes?" We should learn to define 
solutiocxs in terms of immet needs, not available resources. 

Boggs (1^78) makes a telling point in her discussion of "bum- 
out.'' She argues that the doser the professional is to the handi- 
capped person (the direct service practition^), the more likely he 
or she will eaqperience burnout. To alleviate this constant stress, 
human service agencies are attempting to find ways to provide 
other, less intense functions for them to perform. In balancing the 
pxc^^ssional's work, it is hoped that they will be able to continue 
I working with the handicapped. Boggs continues, however, by 
pointing out that whereas professionals can resign, most natural 
0unilies cannot. If burnout is associated with the intensity £uid 
amount of personal contact, it would seem that families are at the 
greatest ri^k. A professional can seek other emplo3nnent; the par- 
ent of a. severely retarded child cannot. A professional employed 
fiill time still has time away from practice; the family caregiver 
often does not. 
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This sotum of faxtuly support is also found in other instances of 
fiawTiwa r^^n^ fcie handicapped mCTobers. Teicher (ld69) describes 
the sUeaa e s exp^ienced fay parents of <^iOdren with cystic fibro- 
sis. After discussing the **staggering economic drain," he contin- 
ues: 

What cannot be measured are the costs of around the clock 
watchfuhiess and attention by parents and often by siblings, 
the donandiner scdiedale of visits to doctors, clinics or centers, 
and the strain on fisunily relationships. 

These comments are simflar to those offered by Bayley (1973X 
who speaks of ''the daily grind'' and j^witt (ld72>, who describes 
'the i»actical aspects of day-to-day living'' when parents choose 
not to institutionalize their handicapped child. Others, such as 
Kirlczki (1970) and Barton (1975), in identifying the specific 
strains families with cystic fibrotic children experience, produce 
lists that are remarkably g»T»nfl«T' to the strains faced by famflies 
with members who have other handicapping conditions. More- 
over, Freestcm (1971) and Taft (19^) offer comparable data wh^ 
discussing fieunilies who have children with spina bifida and mus- 
cular dystrophy. 

A Question of Emphasis 

This analysis shows that examples of all four approaches to the 
£eunily and the care of a handicapped person are found in the lit^ 
erature. Moreover, examples of eadi can be identified in the fields 
of mental retardation, mental illness, physically handicapped chil- 
dren, and phyracally handicapped adults, including the elderly. 
What the analysis did not show was the relative emphasis of the 
literature. It should be underscored that the fairly large number 
of citations used were identified by a series of computer searches 
augmented by additional sources identified after reviewing the 
initial pooL It is not, nor can it be argued, that such is really pos- 
^ble — a scientific sample. Still, it is probably more representative 
of the literature than not. Moreover, the distribution of the arti- 
cles over the four components of the typology is consistent with 
various theoretical notions of how families are to be viewed, given 
certain discipline orientations. 

The distribution across the four types of handicapping condi- 
tions in order of actual numbers was: (1) families as resources to 
individuals; (2) ^unrlies as part of the problem; (3) families as 
team members; and (4) families needing resources. This pattern 
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lio w eve r» within tiie four categcnries. (See table 
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H Professionals writing in the field of mental retardation tend to 
; view the faxxdly as effective team members. Moreover, there is as 
modh emphasis on professionals as resoixrces to £unily members 
(primary can^ivers) as there is on the fomHy as extender to the 
profess i opal team. FoUowincr this, families are discussed in terms 
:o!f tifteir need^^ services. This position exj^icitly recog- 

nize^ the pressmnes families experience when they decide to care 

their home. Furthermore, a number of authors 
01aaam idesMtiGed. the pressures in extremely concrete terms. Most 
'I teand; to s^^ree that practical support, e-g., financial assistance, in- 
l^rfoKDia^^ j^qraical and b^iavior management training, transpor- 
^iitataknaC and periodic rather than counseling or other forms of 

^i^xacaip^ if they are to conlanue functioning as effective 

^|cgg<^!iverB- T3ae articles that view the family members in patho- 
_ terms were <rft«i written fircmi a psychiatric orientation 
and? enapham?^ the peychodtsmamic implications of having a men- 
ib»l|y retard also tend to be found in the earlier lit- 

&g., the 1950*8 and ISeCTs. 
pattern can- be best understood by examining the purpose 
xntervention. The mcoor thrusts of mental retardation l^is- 
^B^^^Iatioii over the past 15 years seem to be ed uc a t ive and resulting 
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programs have taken this as the primary goal. Mental retardation 
has come tb^he defined as a. developmental disability. Sev^r^e men^ 
tal retardation is accepted by most professionals as a noncurabl^ 
condition. As such, mental retardation is a functional designation 
that applies at the time at which an assessment is made. Al- 
though there is ample evidence that with appropriate and ade- 
quate intervention the degree of handicap can be altered, and^ 
physical, social, and intellectual functioning can be improved, it is 
unlikely that a severely retarded child will improve to the point 
that he or she would no longer be designated as retarded. Not ex- 
pecting a cure, then, the emphasis is on normalization for both 
the retarded child and the &mily, the disabled and the nondisar 
bled- In defining retardation as a developmental disability, in ar- 
guing the relevance of educational objectives (broadly defined), 
and in focusing on normalization as an organizing principle^ pro- 
fessionals identified a range of services supportive to both the re- 
tarded child and the oth^ ^oxiily members. This perspective was 
also consistent with the notion that par^ts and others w^e pri- 
mary caregivers, could identify necessary and realistic services, 
and did not need therapy to overcome nonexisting pathology. 

The literature dealing with mental illness is quite diJBEerent- 
The dominant view is of families as a part of the etiology of the 
illness. Furthermore, when professional treatment does not pro- 
duce the expected results, family members are seen as the major 
obstruction. Whatever the view, etiology or obstruction, faniily 
members become part of the treatment plan They become pa- 
tients. Given this, it is easier to understand why little emphasis is 
given to family members as part of the car^iving team. Implicit 
in the notion of pathology is the belief that family members are 
not capable of functioning in this capacity. To some extent, the 
professional may seek merely to neutralize the potential n^^tive 
efiect the family mi^t have on the patient or to successfully 
treat the entire family- 

The psychiatric approach, then, is significantly different from 
the developmental approach. As Spinel and Bell (1959) surest: 

It is generally apparent that theory exercises a strong.^ 
though sometimes unavowed, influence over what is observed 
and how it is stated. Accordingly, efifective progress must wait 
upon further advances in theory construction .... Only when 
_ such theories have been well-worked out in fine detail will 
students firom different disciplines concerned with this area 
(mental health) be in a position to form and develop a scien- 
tific tradition. 

In the field of mental health, most theoretical approaches begin 
with the assumption that the etiology is either within the psycho- 
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patient: or wzQuxi tiie dynamics of thie patient and 
B[^or lier^ fi^ is on problems within the family 

j^^^Cfl^e Is less of a ^chaitce that the family -will be viewed as ca^ 

SL cetring xole with tbie patient, of sharing re- 
as members of the heliMTig team, or of needing^ sup- 
to reduce the accompamying press u res or strains, 
that pecychiatry has not developed an adequate 
-tfi eoiretical tbase "^lich would sgpport the growth of professional 
obnceam 3boat the needs of &niilies. 

|jy;^lie:: ;. i : ei i ihii ting area, ftiTnflfes with phjrsically handicapped 
rnemhet^^ approach- Wh3e tise first would appear to 

be-^devcSopmentaly and the second p^chiatric, the dominant ap- 
heze is the medical modeL iSrofessionals trained in this 
also ocmditioned to seardh for pathology — in this case 
^ipfeignsicalr While; smne attenticHi in professional education may be 
t^g^ffKaa^:^to^^ap^ maintenance, the overriding emphasis is 

^4pn tibMB^^ ^ diagno sis treatment^ and cure of medical prob- 

^lexns. Thls^fbcus » nnderstandali^e^ since illness is difficult enou^i 
to^m actually defies measurement. Still, in ac- 

- liv ely /secidng to r e ve r s e whatever pathcdogy (physical handicap 
lftt':;ttaft csmety exiats, attention tends to b^in axui end with the pa- 
Itiexit. ^^^^^ie:e£ jjo ezist and are recognized, of course, but they are 
"vierwed p*?££tecdtty as resources to the patient, as participants on 
liiiet caone^ving teani. 

/^ithin tfafis firamework, the family as such does not exist. It is 
drBrnssed in terms of how it can contribute to the successful treat- 
jment. of the patient, how it can function as an extender of the 
;piroifeseaonaL The medical model does not lend itself to focusing on 
ilMe^ zfteeds of the other family members, to identi^ing services 
tliat support families by reducing the stresses they are ^cp^ienc- 
to recognizing the family as a unit in its own right. The 
Imcgor exception to this is the fairly significant number of articles 
adtoitllylug the family as potential blocks to rehabilitation. Inter- 
jfpSltS^ this tends <mly to occur when the handicapped 

chtapter begem by asfrtng whether additional resources, if 
to become avaOable, would filter down to families pro- 
far handicapped members. To answer this, the analy- 
atfip'iVipted ■ to Ideri tily how families were viewed by profession- 
aljfc'^^nje^^ to substitute for families, to 

laice^o^^ Services are not designed to be 

tiijijH^^ fmrnlies. fac^ most services focus primarily on 

jme^iim The de!ivi»7 of effective supportive serv- 

io^ the fami^ requires pro fessionals cs^iable of doing so, or ad- 
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ditional resources probably result in more services that ocmtinae 
to sobstitiite. A stgnificant body of Hteratore was reviewed around 
four dwtfnrt views of the family. Do pr o fessionfllff tend to ap- 
prxxtdi the family as contributing^ to the problem, as resources to 
the handicapped person, as team members, or as needing services 
themselves? The review showed, first, that relatively few authors 
discussed the need to or value in supporting families (the last cat- 
egory) and, second, that shared responsibility (the third category) 
was not emphasized relative to the others. 

It was then argued that this pattern might be understood by ex- 
amining the implicit theoretical underpinnings found in the various 
areas of handicapping conditions. Three models or approaches 
were identrfiedr The developmental (retardation), the peydbiatric 
(mental illness), and the medical (physical)- Peziiaps because pro- 
fessionals in the developmental approach do not begin with liie 
assumptions of pathology to be cured or family members as in- 
capable c ar e ^v ers, greater emphasfs is given to supportive serv- 
ices and shared responsibility. The other two, the {psychiatric and 
medical approaches, begin with these assumpticms of pathc^ogy or 
family incapability. Such focus, by definition, tends to restrict in- 
tervention to patients, even if family members are involved in the 
caregiving. 

. If the analysis is valid, additional resources alone will not re- 
sult in more services to support families caring for handicapped 
members. What is necessary is that professionals change their at- 
titudes toward family members and accept the pathological ap- 
proach as incomplete. The next chapter attempts to identify some 
of the changes that might be involved in such a shift and the bar- 
riers in the way. 
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^liiei^State; ^Arocq^ its social wdfore system ^ axe doing 
^ ^^je^ handicapped, in most oif tiie cases^ handicapped 
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While the reasons for families deciding to provide care, to func- 
tion as a social service, are unclear and need to be examined more 
closely, available reseandi argues that, for the most part, family 
members are willing car^^vers. Not only are they willing, but 
they give care under extreme stress and at considerable sacrifice 
to other family members. For most, there is a disruption of fam- 
ily life, less opportunity for social and leisure activities, a barrier 
to career and geographic mobility, and financial strain because 
of additional costs associated with the care of a handicapped per- 
son, compounded by the fact that these families are likely to be 
single-career families at a time when two earners are the norm. A 
less well-docume^nted stress involving such care is related to the 
changii^ role and function of women in society and the possible 
ambiguity many caregivers are facing. 

This willingness to care is a major reason for rates of 
institutionalization being as low as they are. Without this social 
service, demands on the formal social welfare systein would prob- 
ably reach intolerable levels because no society has the resources 
to assume this function. Bven with these stresses, few families are 
threatening to transfer what they perceive to be their responsibil- 
ities. They have made known what their needs are, but in nonde- 
manding terms. 

The response to families has been, at best, mixed; at worst, 
counterproductive, if policies and programs are cat^orized by 
purpose and function, the State has emphasized those that in es- 
sence substitute for the family, an ^nphasis that is expressed in 
both the scale of social welfare expenditures and the type of serv- 
ices or benefi.ts that have been developed. The reasons are com- 
plex, and while the rationale may have changed over time, the 
net effect has been the same. Social services that are organized to 
support the family have received lower priority than those that 
replace the family. 

In chapter 4, 31 major programs administered by the Depart- 
ment of Health, fklucation, and Welfare and representing over 
$102 billion of obligated funds were analyzed. These programs 
were chosen because in principle they seemed to be relevant to 
the issue of concern to this book — families caring for handicapped 
members. A number of significant themes emerge from the analy- 
sis. Most policies and programs are neutral toward the family. 
Neutral in this sense does not me^n that they neither benefited 
nor harmed families, for such is not the case. These policies and 
prc^rams' are neutral in that the family (excepting AFDC) is ig- 
nored. The explicit beneficiary in. almost all Instances is the indi- 
vidual aged or handicapped person. Existing policies recognize 



ERIC 



151 



IMPLICATIONS FOR THE FUTURE 



that an aged or handicapped person is not likely to be active in 
the work force or to provide financial support. These individuals 
are also likely to require medical care an<i other health-related 
services* and policies exist to pay for these. Finally, a service net- 
work of support services has been developed* since these persons 
often need social support if the quality of their lives is to be pro- 
tected. There is no recognition, however, tixat when family mem- 
bers provide care to the aged or handicapped person, they are at 
risk financially, physically, socially, and emotionally. 

A second emerging theme is that the preferred way to meet the 
needs of handicapped persons is through financial support and, 
while social services may be provide their- contribution relative 
to the income prc^^rams is secondary. This choice of strategy, as 
discussed earlier, seems to be based on at l«ast two assumptions. 
There is an implicit belief that in providing money to dependent 
persons, the neeos of most will be met. They either have no need 
for social services, or they will be able to obtain them in the mar- 
ket. Given the level of expenditures for the social services, it 
would appear that the State, through its social policies, antici- 
pates that a percentage, albeit small, of the dkspejfiident wUl re- 
quire more than financial assistance, and services mAu be provided 
directly to them. 

This interpretation is supported when tl^c intended beneficia- 
ries of these services are identified. iniient. most services sue 
targeted on the poor and near poor. E'ven in the case of TitV* XX, 
a program that allows for services to be provided to the general 
population through fee schedules, most users are reci{xients of 
public assistance or are financially eligS>le for public assistance. 
Fundamental to this set of policies is the aiSrannation of a dual ap- 
proach to social welfare which approves tb^ notion of a privo^ie 
system for the nonpoor, and a public systenaf fer the poor. Wiile 
most critics of separate systems emphasize tlie Dcfkative aiptd even 
harmfiil effects experienced by the poor, e.g.^ the arbitrariness of 
the ^rstem and its accompanying stigmatization, ifew critics ai^gue 
that this dual approach has penalized the tionpoor in a number 
of wajfs. A separate system for this group assumes that the mar- 
ket will respond and services will be availalile. The private sec- 
tor's response, however, has been uneven. Some communities 
have few private services, and others have limited private services 
resulting in hi^ fees. Furthermore, in its evolution and imple- 
mentation,. Title XX has emerged £is the major , social service pro- 
gram nationally. It has become in many communities the only so- 
cial service program, thereby excluding maxty families whose in- 
come is too high. 
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The need for additional resources to develop a system of serv- 
ices to support families caring for handicapped members is com- 
plicated by many service providers, the human service profiession- 
als seeming to be more comfortable in taking over the caring 
function than in supporting family members as caregivers. The 
analysis in chapter 5 showed that professionals tend to view fam- 
ily members as potential barriers to successful treatment, as re- 
sources to the handicapped person, or as extenders of the profes- 
sionals. Those professionals who viewed themselves as supportive 
to the famUy, who believe the family to be effective caregivers* 
and who see the family as needing services in their own right, be- 
cause of the presence of a handicapped person, are likely to oper- 
ate within a developmental approach, while the others see the 
problem in patholc^cal terms, i.e., from the perspective of the 
traditional medical or psychiatric models. It is argued that if a 
commitment is to be made to these families and supportive serv- 
ices are to be designed, some attention should be paid to reorient- 
ing these professional attitudes. 

This chapter identifies arguments for and a g a ins t supporting 
families, explores what must be done if such a support system is 
to become a reality, and identifies areas of research to expaind the 
knowledge base necessary for the development of sensitive poli- 
cies. 



The Argument Against intervention 

It has been argued in the past and will continue to be argued in 
the future that any unnec^ ssary intervention in family life harms 
both the family and the State. The logic of the argument is unas- 
sailable. No one, regardless of his political belief, would defend 
the value of "unnecessary** intervention. To do so would under- 
mine the family. Such intervention is likely to be interpreted by 
the family as not only an invasion of its privacy, but in a subtle 
fashion, a questioning of its own capability to function adequately. 
If the intervention grew both in scale and in areas of family life, 
in time anger could evolve into acceptance. 

There is precedence for this result, at least in the area of men- 
tal retardation. Seventy years ago, i>arents of retaurded chidren 
were viewed by professionals as deficient themselves, insofar as 
retardation was believed to be genetically transmitted. Children 
were removed firom their homes, isolated from the community, 
and in some instances prevented from bearing or fathering chil- 
dren. Twenty-five years ago, asf>ects of this policy were modified. 
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;nlMit the outcome was essentially the same. While parents were not 
»i^^9eens as defectives in the sense that they were to blame* they were 
||Dot accepted professionals as capable car^ivers. Moreover, 
f<ijOaiey;. 'were still subject to a form of coercion (psychological rather 
tbaxk" lespal); and children were still likely to be placed in institu- 
^^^tiotts. In today^ more enlightened environment, this intervention 
^JoKCCXisidered unnecessary. 

XJnnecessaiy intervention also harms the State because each in- 
itearvention requires additional resources, greater levels of public 
|! : expenditures, aiid e^^entually a society in which all other social in- 
stitutions are secondary to the State. The financial and social 
iooets of such action are staggering. 

For these reasons. State involvement should be considered care- 
fully before actions are taken. As discussed earlier, intervention 
isas been limited to instances where family functioning has been 
clearly impaired. Policies and programs have been introduced in 
Sitaations where parents are unable to carry out what is expected 
of them. The State has assumed rights and responsibilities when 
.young cdiildren are in danger of being abused or n^lected. The 
^ State, through its social welfare system, not only has the right to 
Interv^e to protect the child, it has the right to act in place of 
the parents. E^ven then, it proceeds with caution. Whereas in pre- 
:ivious eras, dominated by the philosophy of the Poor Law, the 
'^State tended to discharge its responsibility rather arbitrarily and 
r eq uir ed the parents to ''prove" their competency as parents, to- 
day^ society places the responsibility on the State to show that 
[the parents are inadequate. The decision to remove a child re- 
^quires the presentation of evidence sufGcient enough to demon- 
strate fixmily deterioration. 

This approach rliigil)! supports the notion of intervention only 
||when necessary. Oolij^ptually, it is referred to as a residual ap- 
l^proach to social welfleure and undergirds most social policies. Inter- 
vention is appropriate when, and only when, there is clear pathol- 
ogy, Xe^wb^ the fomily cannot carry out its functions. 

R Two important principles have emerged to shape the State's re- 
i^sponse. The first requires a case-by-case determination, and the 
^second argues that treatment, rather than prevention or insur- 
^acnce s^ainst risk, is the preferred strat^y. This approa<±i is con- 
sistent with the concern that when intervention does occur, it is 
^Ht^early necessary. 

;4 Only wrhen the family cannot or will not function as the prima- 
ry caregiver to handicapped members can the State step in and 
ome the surrogate faumily for the handicapped person. Should 
; Stat^ then, develop policies and programs to support families 
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as caregivers? Eh^en if families with handicapped members are ex> 
perienciiKg considerable stress and are at risk, is the stress sufB- 
cient to break these families? Are parents of handicapped chil- 
dren unable to function as good parents? Are they experiencing 
higher divorce rates than families without handicapped children? 
Are the other children negatively affected? Are they trying to di- 
vest themselves of their responsibility as parents to raise their 
children? Similar questions can be asked of adult children caring 
f3r an aged parent. If there were evidence that families neither 
wanted to continue providing care nor were capable of providing 
appropriate care, there might be justification for intervention. 
Without such evidence, intervention is inappropriate insofar as it 
undermines and weakens the family. 

What is the evidence? As presented in chapter 3, families are 
shown to be willing to assume the car^iving function and, in 
most instances, are capable as car^^vers. While some families 
find the stress xm manageable and seek institutionalization for the 
handicapped, most leam to accommodate. Although the quality of 
family life may be threatened, families are '^choosing*' to make 
adjustments and are not seeking institutional care for their 
handicapped children or elderly parents. Rates of insti- 
tutionalization (the complete transfer of the caring function to the 
State) have remained low, and institutional care is sought usually 
after the fiaimily has provided care for a relatively long time. 

The State is concerned about these families, but the concern is 
a fundamental one. While the families may need support«^ inter- 
vention might result in their giving up their responsibilities, re- 
sponsibilities they prefer to keep. JCnstead of helping familres-'re- 
main strong car^iving units, the "support'* might result in weak- 
ening the family. Intervention becomes interference. 

Perhaps the more appropriate role of the State is to become in- 
volved only when there is clear evidence of family breakdown, i.e., 
family pathology. By waiting imtil the family declares that it can 
no longer care for the handicapped person, the State is assured 
that its involvement is necessary. It is not interfering in family 
life. This approach should not be interpreted as one which defines 
the State as insensitive or not caring. Rather, there is such a fine 
line between support and substitution, between intervention and 
interference, that caution is the preferred course. 

Policies are safe when such a dichotomy operates. A broad 
range of services of the highest possible quality can then be pro- 
vided. They shoiild not and would not within this view be pro- 
vided indiscriminately but only when absolutely necessary. Work- 
ing within the residual notion of social welfare, each case would 
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rV be judged on its own merits, and decisions of appropriateness 
r would be made by competent professionals. While such a dichot- 
omy^ either the family or the State as caregiver, may seem dras- 
tic, it does resolve the troublesome issue of noninterference in 
= family life. 



The Argument for Intervention 

To argue for greater involvement on the part of the State re- 
quires beginning from a different set of first principles. As men- 
tioned above, this position adepts unnecessary intervention as 
dysfunctional, but it rejects the conclusion that because little is 
known about appropriate forms of intervention, minimal inter- 
vention is the desirable course. At the heart of liie disagreement 
is a signiHcant difference of opinion as to the proper function of the 
State. The residual position discussed earlier is concerned with 
; the elimination of poverty and the treatment of problems. Within 
this framework, social welfare is justified only if it is directed to 
• those who can no longer function on their own. 

'Each generation defines a minimum level of welfare and devel- 
ops policies and services so that at least the basic survival needs 
of all are met. This minimalist view suggests a reactive role for 
tfoe State. The counter position suggests that industrialization has 
brought with it a number of risks and consequences that poten- 
tially affect all people and not just a small percentage of the pop- 
ulation. It is further argued that the market has not been able to 
achieve a just allocation of goods and services, resulting in a num- 
ber of hardships for some people. It becomes necessary for social 
■ welfere services to be established as major institutions rather 
than residual agencies. Social services within this model are de- 
fined as essential means of correcting social inequalities. The con- 
cept of elimination of poverty needs to be replaced with the prin- 
ciple that the purpose of the State is to maximize the welfare of 
all and not just the poor. The goal then becomes one of achieving 
the optimum and not just guaranteeing the rn^ni m^im 

The "good" society is not one in which the State intervenes as 
^little as possible in economic and social affairs but one in which 
the State effectively promotes economic activity and guides social 
afiairs. Insofar as policies are sensitive reflectors of current soci- 
' etal values, the State has a major role in identifying, articulating, 
and shaping these values. The evolving welfare society is one 
bcdlt on the premise that social welfare is a collective responsibili- 
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ty and rests its moral claim on the ethics of mutxial aid and co- 
operation. These are not new values, nor are they identified pri- 
marily with the more liberal sector of society. Mutual aid and co- 
operation are the values held by those who feel that families can 
only be strengthened by a return to the past. 

Proponents for greater State intervention suggest that industri- 
alization has weakened the earlier mutual aid systems and that 
the Welfare State was created to support this long-standing belief 
in collective responsibility. It attempts to stimulate cooperation 
and mutual aid through various social welfare measures. Con- 
trary to popular belief, a strong Welfare State is not sjmonymous 
with the State assuming responsibility to directly meet the needs 
of its citizens. It does not mean that individual, family, or commu — 
nity responsibility is anachronistic. Furthermore, the realization 
of a modem, proactive Welfare State does not mean the inevitable 
^^tTwiTtialiiTig of voluntarism and altruism. A Welfare State con- 
cerned with collective responsibility and TnaTimiring the welfare 
of all develops its policies and programs on a foundation which as^ 
sumes the ethics of mutual aid and cooperation. This, at least in 
intent, is the rationale for the Social Security- system with its in- 
tergenerational and intragenerational exchanges. For retirement 
benefits, the notion of collective responsibility is clear. One gen- 
eratioD is supported by another, and, in turn, those giving trust 
their needs will be met by stUl a younger generation. Although 
the support is not given directly, i.e., by a child, friend, or neighr 
bor, the use of Social Security taxes to accomplish this same end 
is a form of mutual aid. 

Finally, this notion of a Welfare State, with its emphasis on col- 
lective responsibility, mutual aid, and cooperation, is antithetical 
to the future development of policies that in practice suggest 
State involve:nent only after the family is unwilling or incapable 
of providing care — the dichotomy introduced in the previous dis- 
cussion of the residual model of social welfare. It assumes, iit" 
stead, that there is, or should be, a shared responsibility. Shared 
responsibility, moreover, implies continuous sharing and should 
not necessarily be limited to crisis intervention. The needs of fam- 
ilies with handicapped members vary in time and over time, and 
ideally the State responds to these variations with policies that 
support the family when it needs support and substitutes for it 
when necessary. Even this postulation is incomplete, since it im- 
plies a progression firom no services to support services to substi- 
tute services, the last only when the family breaks down or can 
no longer handle the problem. 
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gg)r;^'Sh«ged ge^omribtlity requires that a diversity of options* flexi- 
"^IMei- yiion g h 'to'ineet tfie fiamily^ specific needs* and available when 
^^reqpiiiied, be dev<rioped. In practice, the current system restricts 



to^iose services that exist at the time the family seeks 

p^|beJ^ C h oio e» i ne«Tilfi gtul choice, suggests an emphasis on policies 
Ifllbiit would result in the development of supportive services, since 



^ijMifew are availal^ Most need the State, through its so- 

^l^ii^ wi^fiBu^ carry some responsibility. For those fami- 

f|!f^lies m a posxticm to fimction as the primary caregivers* «>^»r-ir>gr 
^'^^izlfiiy mean that the State offers financial assistance to of&et the 
4»rioinnfmie sUeas involved in providin^r care. For others, it may 
mean the giving of practical help and advice r^ted to homemak- 
ll^ ins^ and physical adai>tatlons to the home. Still others may need 
If; mformation and counseling. Shared responsibility may also in- 
I gyotve the temporary taking over of the caring function so that the 
li^^^^fiunily has short-term relief for vacations, recreation, or shopping. 
|;:At another lev^ sharing could mean that the £axaily be given 
l^some assurance that if and when the stress becomes too .great, 
|||vvfaen it is not in the best interest of the handicapped person nor 
^^xf other fiamily members, alternative arrangements are available. 
||Eyien If this were to occur, the feunily would be expected to pro- 
I i;^ide some care while their child or parent resides in an institu- 

M 



: Hie choice to provide or not provide care, to provide it with or 
'Without external support, and to provide services in such a way 
iliaet Beonilies and the State share the r^-rin^ function requires not 
l^ ^qnily a range of services, but also services that are flexible and in- 
IgnovatKve. The next section identifies what might be done if this 
l^cfapice were to become a reality. 



Need for Professional Reorientation 



g^jo^^ u: pointed out in chapter J liiat most human service profes- 
l lja n mls -tend ..to ^ther discount the family's ability to care for the 
pbaacteEucappe^ in some instances, to view the family as 

iicafabie ooily if supervised fay professional caregivers. Whether the 
||fiEHni|^^^^ i^^ contributing to an individuaH£amily 

ginnif*i™ prohlem and tiius requires treatment, Le., the psychiat- 
IppEc se^ by professionals as an inadequate caregiver 

l^fioB i^ of the handicapped p&r- 

|sop^ 1^ the m ed i c al model, the femily is defined in pathological 
"^iBtvjm',. It is de£lcie!ttt because of some inherent inadequacy. With 
^tibe th<36e professionals interacting within a develop- 
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mentally oriented firamework, families only exist in terms of the 
handicapped person* i.e.. as barrier or resource. They are not seen 
as the object of services in their own right. They are provided 
services so that they will be able to function as more effective 
givers of care, only under the direction of professionals. The no- 
tion that they need support because they are caregivers is not 
widely recognized under the ps3rchiatric or medical models. 

Professional training within these models is not well suited to 
recognizing the need for femily support, nor does it lend itself to 
accepting family members as effective social services in the ab- 
sence of professional supervision. Both models focus on the handi- 
capped individual and define intervention in terms of reversing 
pathology. As discussed earlier, emphasis is placed on the ability 
to diagnose, treat, and cure, and only professionals are capable of 
doing so. Patients or their family may be able to articulate symp- 
toms, to identify to the professional what they think is the prob- 
lem, but only the professionally trained person can take these 
symptoms and translate them into a diagnosis. Patients or family 
members may ask for various services, but only the professional 
can develop an appropriate treatment plan. Given their lack of 
training, patients or family membera see services in terms of pre- 
senting symptoms, while professionals are equiK>ed to go beyond 
the symptoms and identify the cause of the problem. As Parsons 
(1961) pointed out, patients and family members are expected to 
become dependent on the -professional caregiver, to rely on his or 
her expertise, and to follow the professional's treatment plan. The 
professional does not ignore the symptoms as presented, the nonr 
professional "diagnosis", nor does he set aside the patient or fam- 
ily's perx»ption of needed services. The professional is trained to 
be sensitive to them, recognizing that if they are ignored, the 
"real treatment plan" could be jeopardized. 

The professional trained in either of these models, with their 
overriding emphasis on the successful treatment and reversal of 
problems, is conditioned to see personal satisfaction in this cura- 
tiw function. The need to "cure," to bring about dramatic change 
in a patient or client, and to feel that the change was the restdt of 
professional intervention is normal. With many years of training 
and preparation to become an effective caregiver, the profession- 
als may know more than nonprofessionals and may more success- 
fully treat individuals and families. Continuous affirmation be- 
comes important to the caretaker, and the most visible sign of 
this affirmation is a cure. Moreover, the affirmation is strongest 
when the professional is able to assume responsibility for the 
change. 
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Sotorically the professiozxal has tended to deemphasize those 
|iupeas. that do not lend themselves to the poss ib ility of cure. For 
jjii e am relatlv^y iiew professionals were attracted to careers in the 
^BeM of idxrpm disability* ^•9-* mental retardation, arthritis, and 
| esBFi fea I''<w^ accidents. Whereas cure was a real possibility in 

^ii;iffiithig the acuity ill, patients with chronic disabilities were not 
^cn^afaie. At best, the professional hoped to slow down the de^ner- 
Ssit^ii^ process or to maximize whatever functional abilities re- 
iiwyined. Arthritis and strokes are particularly good examines of 
liow, when little was known about successful treatment, prcrfes- 
saonnls <&1 not want to specialize in these types of Once 
neew drugs were found to treat the arthritic and new techniques 
were discovered that did result in the rehabilitation of the stroke 
patient, the medical model became applicable, and professional In- 
terest grew. Only when the condition or problem fit the require- 
ments of the medical model, Le., diagnosis, treatment, and rever- 
sal of pathology, was there professional concern on a large scale. 
Only when the possibility for dramatic change existed were pro- 
fessicMDals Uki^y to view the condition as professionally interest- 
ing one that provided the professional a sense of personal satis- 
Gakrtion and even power. To put it bluntly, the general area, of 
ciironic disability was not professionsdly exciting. 

The notion of supporting families who are the primary care- 
givers for such groups as the severely mentally retarded child or 
the firail elderly is not compatible with the medical or psychiatric 
models. Most of the families who care for the handicapped are not 
Gsded with acute crises. They are, more often than not, normal 
families who are experiencing stresses related to the long-term 
ehrcmic >ma »ag <pm en t problems. They require support and need to 
feel that scmieone is interested in i:>i«»TYi They want someone to 
tiaiiDe the time to listen and provide them with useful information. 
Wtney need relief and practical assistance. Because these needs are 
jirfinaxy and even mundane, most physicians, nurses, social work- 
sr^ and other professionals do not see these cases as interesting, 
:Stses firom which they can receive professional satisfaction. Suc- 
aessiful intervention with ' these families is not likely to cure the 
iixflbd virith severe retardation, i-e., raise the IQ to the normal 
SBD^e or reverse the aging process of a 90-year-old, incontinent, 
ifedb ri d den parent. Moreover, there is no pathology to be reversed. 
Stather;. success would have to be measured in terms of manage- 
ment,, maxnt^oance, and significantly less dramatic criteria. 
'^^ffkSt^^iSSscQsaed in the previous chapter, the last two cat^ories of 
her^ipcoposed typology seem more appropriate to guide the nature 
rir:pirofessic»ial-fomily interaction. In most instances, the families 
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have demonstrated their €d>ility to function as the primary care- 
giver, with th professipnals assuming a secondary role and working 
through the ileunily. The family's ability to identic relevant needs 
and to provide apfuroikciate care is recognized. Moreover^ to contizi- 
ue as primary caregivers, the family requires various supportive 
services in its own right; professionals should shift their current 
focus on the handicapped person and accept the family as a legiti- 
nmte object of intervention. Again, it is not a matter of one over 
the other, but a concern for balance. 

There is a need to move away from the pathological model and 
to create a service delivery system that assumes that family mem- 
bers are capable car^^ivers and that their judgment can be trust- 
ed. Such a development would, of course, require a msgor reorien- 
tation of professional attitude and a significant departure in cur- 
rent thinking. To successfully implement such an initiative, pro- 
fessionals would b^in by »giriTig the caregivers what services or 
resources would enable them to continue as caregivers and then 
provide them. What professionals think is beneficial becomes sec- 
ondary, and requests from family members are not to be translat- 
ed by the professional into services which agencies are organized 
to provide or services which the professional believes are impor- 
tant. 

Such an approach leaves many profe^onals uncomfortable. 
First, as discussed earlier, can fisunily car^ivers really have 
enough knowledge to id^itify services that would help them? Sec- 
ond — a more subtle question and to some extent more than just a 
professional concern — if these families were told that they would 
be given what they felt necessary, would their requests be reason- 
able? That is, would they ask for too much? 

Why this lack of trust? Is there evidence to support the belief 
that families, if given the opportunity, would make excessive de- 
mands? Although the data are somewhat limited, families caring 
for handicapped members tend to be reasonable in terms of what 
they perceive to be their needs. 

For example, in the early seventies, the British Government 
was concerned with the needs of families with thalidomide chil- 
dren. The special needs of these families were not being addressed 
by the social welfare system. High-ranking officials in the Depart- 
ment of Health and Social Security questioned whether the exist- 
ing programs were capable of meeting these needs and were coa.- 
cemed since parents had decided not to institutionalize the chil- 
dren but to keep them within the family. Oiscvissions moved from 
these specific families to all families with congenital 1y handi- 
capped children. Eventually, it was decided that the State establish 
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ai»ilot program that would operate for a limited time. The objectives 
o£ tfae program were to identify this high-risk population (fiBonilies 
caring for children with s e v e r e congenital handicaps)* find out 
^m^^ ih» fyaxdJty its needs were» meet these -needs whether 
tiirougfa cash grants or services* and measure the impact of the 
in UMT vent ion. Aware of the dangers involved with esta bli s hin g a 
r"^ g "» "» fmanfifw^ and administered by the Government, e^., the 
:po6og»ait> that the provision of services would not be flexible or 
innovative^ that regardless of outcome the program would become 
a permanent part of the social welfare i^smtem, the State, in 1973, 
gave funds to a private foundation, the Joseph Rowntree Memori- 
al IVust, to administer the Family Fund. Two years later the pro- 
gram was sever^y criticized. A professional human service work- 
er raised the following concerns: 

How many greedy parents there are — those who scratch 
around, -who feel at all costs they should be given something. 
They do not of necessity have a precise need in 
mind. . . . Immense sums of money are being dissipated — 
thrown to the winds — ^wfaere handicapped children are con- 
cerned (Fox 1975). 

The Family Fund responded that their experience with over 
2D,000 showed that "excessive demands from greedy par- 

ents were not common." 

Such d^nands are, in fact, extremely rare and the Fund's 
mail shows that they are £ar outnumbered by applicants who 
are pnnctilioos in JM»lr»«£f what to do with modest balances 
left after an article has been purchased for slightly less than 
the anticipated cost (Hitch 1975). 

pEuents asked for such things as washing machinpis, whe^chairs, 
hi^> in adapting rooms or automobiles, prostheses, and occasional 
respite care. Over 2 years, the average grant to a family was £240. 

the course of his study of families with handicapped mem- 
bers, the author had the opportunity to interview a number 
of femilies (Moitmey 1976). In one instance, when asked what 
services mi^t support them in caring for th^br severely re- 
tarded daughter in her late twenties, the parents, both in their 
early ;mrties, responded initially that they were managing. Later 
tbey fi^peeed that their greatest concern was worrying about their 
Vdanghtqr^s fixture after they died. They concluded that they did 
.not need much help, occasionally some r^ef for a vacation (it had 
been years since the two had gone off together without their 
ytftng^iter) and, most importantiiy, to feel that someone was inter- 
ested in them, cared abcHzt what they were doing. 
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On another occasion, the author accompanied a Local Authority 
social worker carrying out a survey of handicapped persons. An 
elderly couple, the husband SO-years-old and disabled from a 
stro ic e , the wife caring for him de^te severe arthritis, was asked 
in the course of the interview what needs they had and what 
problems the local social services agency might help them with. 
By any number of standards, the couple had many professionally 
defined needs. They lived in a second-story flat with the toilet in 
the backyard. The apartment was heated by a single fireplace and 
three space heaters. They were able to move about with difficulty 
but "were visited by their neighbors. The couple told the social 
wox^er that they would like some assistance. The wife pointed to 
a large tree outside the bedroom window and said that they were 
worried that a large overhanging branch might strike the window 
and break it. If this were to happen in the winter, they might 
freeze to death. Neither she, her husband, nor their neigl^K>rs 
could do anything about it, and she wmidered if the social worker 
could arrange to have the limb cut off. The professional response 
was not atypical: **That's fine, but let's talk about your real 
needs." After returning to the office and being reminded about 
the tree limb, the social worker commented that he would prdt»- 
ably do nothing, since it was not a social service need. 

These three examples, the Family Fund, the aging cx>uple car- 
ing for a severely retarded daughter, and the aging couple living 
alone and wonying about the coming winter, are all related to 
the issue of trust. In the first example, professionals questicm 
whether families are reasonable in their requests or whether they 
make excessive demands. In the second example, the parents were 
asking for the intangible, a feeling that someone cared and an as* 
surance for the future. Finally, in dealiz^ with the elderly couple, 
the professional questioned the appcepriateness of the identified 
need and searched for "more rel^rant'^ needs. 

Tknst, of course, is a complex process. It is more than just feel- 
ing that families can be trusted to ask for what is appropriate. 
The professional who is comfortable in trusting and comfortable 
in accepting family members as competent caregivers often finds 
that the services requested are not possible. As structured, most 
agencies are equipped to provide a discrete set of services, and 
needs are translated into those services a particular agency has to 
offer. Families, as with any other consumer, are fitted to the serv- 
ice as best the professional can. Flexibility may be found in the 
social wel£Bane syst^n, but usually the family and not the ag^ipy 
is flexible. Therefore, the professional may feel uncomfortable in 
asking the family to identify needs since trust is a bilateral ex- 
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j: change. When « profewiona! tells fiMtnilies that they are capable 
% diag iKie t ii riane and caragiven and encotarages them to request 
t:-""^^ they think is important, the family is likely to interpret this 
r'"wm^m' gomrBiiicim9 that the profeisions? can provide the service. 
; Whersas the Family Fund could respond to these requests, most 
^ a^encisa cannot. Discretionary social welfare does not exist on a 
large scale. For a piofesaional to relate to the family as if discre- 
tiooazy social services were a reality when they are not can be 
both dangerous to the family and pe r s o nally threatening to the 

A final possible block to trusting families to know what they 
need is the fieict that such fomilies are more likely to request con- 
crete services, e^;., fin a nci al assistance, ai^liances, respite care, 
and not those services that are commonly thought of as profes- 
sional, e^, counseling and other forms of therapy. If professionals 
spend 3fears pr^arin^ themselves to function as therapists using 
the most sophisticated therapeutic methods* personal satisfaction 
and & feeling of worth are associated with providins^ these serv* 
ices. Hie more concrete servicea are viewed as important, but 
their delivery is not necessarily a professional function. While 
only pf ofe ss i<mals can provide therapy, paraprofessionals are ca- 
pable of delivering the "'hard" services. However, it is a fact that if 
families are allowed to choose from an unlimited array of serv- 
ices, most will probably opt for the latter; then* the professional 
may feel threatened. Although many families are faced with 
stresses that do lend themselves to a therapeutic interventi<»i, 
most do not recognize tins need or are unable to articulate their 
ccmcems in these terms. The nu^rity of famlKes caring for 
handicapped persons do not need therai^, at least not lons~term 
therapy. Furthermore, if there is no pathology to be reversed, 
these families are professicMially unint«esting and unrewarding 
to the profassiona]. 

If pKo fe ss i opals were to function in such a way that they sup- 
ported families, new roles would have to be developed. The *'new" 
expert would need to be sensitive to the family unit, to under- 
stand what it means for a family to functicHi as a car^iv^, and 
to be knowledgeable about community resources. To be effective 
in this supportive function, the professional would be required to 
a ss um e the role of facilitator and intermediary. This role is not so 
much coe of informataon and refarral as one of advocaQr for the 
family (at least in terms of ^le fatmily bein^* the object of inter- 
vention). 

With a new emphasis €>n family suppcnrt, the training of human 
vservioe professloaials would <d>ange significantly. Social workers. 
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pfaysicxans, nurses^ and others trained in the clinical model are 
conditioned to recognize pathology. While professional education 
may give some attention to preventive care and normal growth 
and development, its overriding concern is for the successful 
treatment and reversal of problems. Moreover, the emphasis 
placed on identifying and treating not only pathology but the 
more rare or exotic pathologies needs to be balanced with an ap- 
preciation of the normal and a recognition of the value of support- 
ive services. The traditional view of the professional as primary 
caregiver also needs to be defined as a role with limited applica- 
tion. It is, of course, appropriate when pathology, whether acute 
or chronic, exists. It is no^ appropriate when families are provid- 
ing care to a handicapped ohild or adult psurent and are capable 
caregivers. In these instances, the role of the professional must 
shift to one of support, a role secondary to the primary car^ver. 
Such a model or approach does not imply that physicians, for ex- 
ample, divest themselves of the curative function. It does imply 
that these professionals beccnne more adept at recognizing when 
patholc^y exists and when it does not. This more neutral prelimi- 
nary diagnosis should result in appropriate "treatment." If the 
provider finds that in treating the handicapped person, the family 
could benefit from supportive services, he or she should be in a 
position to make the necessary referrals. Other professionals, such 
as social workers, nurses, therapists, or counselors, might be pre- 
pared to carry out both functions, i.e-, curative and suppcrtive. 
This would be much more desirable than having specialists in ei- 
ther function. This, however, will only become possible if curricu- 
la are organized in such a way that the professional accepts both 
functions as professionally equal in status. 

Supportive Services: Resource Requirements 

While a shift in professional attitudes woul^l be a significant 
move, any meaningful effort to support families would ^fl-^o re- 
quire additional resources. This is likely to create problems, 
since the present economic situation affects public expenditures 
for social welfare purposes. While some are arguing that current 
levels need to be protected, others fear that there will be re- 
trenchment. Few are optimistic about the possibility for increases. 

Although there have been considerable increases in public ex- 
penditures over the past decades, serious shortages still exist. In 
fact, in some services, the increases have barely kept abreast of 
general population growth. Currently, agencies are under pres- 



^rBsi^^ their efforts on those wit.^ the most acute and 

,j|Hariro Althon^i families caring ^r- handicapped mern- 

^^[wjai^^ . eaqperiencing stress, their needs may not be as great as 
ppraiirs^ children at risk of ill treatment, th^ very old and se- 
^^Iverely hcancfic^ living alone, the mentally iU and mentally re- 
[ItisnpdteMl: in need of care, and individuals in families' at immi- 

^ ; ^Qcait ris^ of breakdown. 

I ' that providers concentrate tlxeir efforts on those 

I; ^'VBTtk the gr^ites^ need assumes that those wit3b less need have to 
i^^jwait^^t^^ additional resources become avarlai}!^ through achiev- 
ing: a highear rate of economic growth. While this assumption has 
::;v^^^ is an historical association between econom- 

ic growth and an expanded social welfare system. Ihirii^ periods 
|: clicaracu,rized by slow economic growth, governmental agencies 
f tend to foe reluctant to take on new responsibilities- Newly identi- 
f fied needs are not ^piored, but the typical response is an attempt 
rto me^ th^e needs through greater efficiencies in the provision 
ij^:^' services. Jt^is- hoped that better management of the system and 
: SKmie e3ec£ive >^^ of the existing programs will result in 

T more people receiving services. 

i is reasonable. Federal and St£ite bureaucracies 

;^,lIave grown substantially over the past 40 yeetis, and new initia- 
tives, especially since the midrsi^cties, have beei^ introduced in a 
: ;;ttai>hazard fashion, resulting in much dupHc^tion and overlap. 
i;.;Daring this growth period, new policies were formulated, addi- 
Xtibnsd programs developed, and new service delivery systems for 
^i^>ecific populations at risk established. Little attention was given 
; to l^ie possibility that existing policies and service delivery sys- 
f: tems would have been adequate to meet these needs if modified, 
y If gr^ efficiencies are to be achieved, some families caring 
: for handicapped members should be better off than they are, de- 
pending in part on how additional resources ^re used. Services, 
; such as daycare, homemaker, and home health, if extended to 
vtbese famflies, could make a significant difference but only if cur- 
rent eligibility requirements are changed- Elf&^encies in the in- 
come-maintenance and medical care programs also will not pro- 
ii^dde benefits to these ^unilies without similar modifications. The 
Ider^edopm^^ supportive programs, then, reqijires additional e- 
^isbizrces and does not just happ^i thror^h brrtl^^'' management, 
prfeie remainder of this c±tapter deals with tw<^ • -^jor supportive 
^jsieryicesr^^i^^ care and income support. 

^^^:^ibi» jie^ care services is documented in chapter 3. 

'§FiBaaqd3Ses^ for handicapped children and el^Hy parents are 

iexpi»3^ and mental stress and Snd that th*" r out- 
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side social and recreational activities are curtailed. Althoug^h the 
value of surfi services to the family is indisputable^ thefar develop- 
ment has been slow and their coverage spotty. Traditionally^ the 
major purpose of respite services has been to respond to a crisis or 
a need for immediate relief. More often than not^ the handicapped 
child or aged parent was removed from the home and returned 
after the crisi*= had passed. Respite care was seen to be appropri- 
ate when the car^iver became ill or when the parents were expe- 
riencing roarital difficulties. The provision of such services was as- 
sociated with the occurrence of a problem and was not viewed as 
an ongoing supportive service. Only recently, professionals have 
identified the value of respite services in preventing crises or 
problems and have advocated their provision on a r^ular basis. 

The earlier notions of cri^s and patholc^^ as they relate to res- 
pite care have been merged with the recent idea of normalization. 
If families are to experience any semblance of normal family life, 
they need time away from the handicapped person, time to be 
someone other than a caregiver, time to relax. Comprehensive 
respite care services include the provision of ovemi^it care, baby- 
sitting during the day, and longer periods of out-of-home care for 
vacations. However, most families find these services in short sup- 
ply or too costly, in part, because of the apparent lack of conunit- 
ment to integrate respite care into our service delivery system as 
other countries have. For example, local authorities in the United 
Eongdom set aside a percentage of their nursing home beds for 
short-term admissions. Gven if the homes have waiting lists for 
more permanent admissions, these places are reserved so that 
families may have 1- or 2-week vacations. C!ommunity hostels for 
the mentally retarded are used in the same way. 

The rationale for this policy is simple: If given regular relief, 
families are able to function more effiectively as caregivers so that 
long-term admissions or complete transfers are prevented or at 
least delayed. In this context, the British are using their institu- 
tions to achieve social as well as health objectives. In the United 
States, institutional care means long-term care usually financed 
by Medicaid. This program with its single emphasis on medical 
care is not structured to finance respite care for family members. 
The institutions themselves are also not organized to provide this 
service. Respite ca re does not begin when the handicapped person 
is admitted to the institution. The elderly person or severely re- 
tarded child is likely to feel frightened wh<in moving to a strange 
environment and needs to have contact with institutional person- 
nel before being admitted. In the United Kingdom, this contact is 
feasible since the institutions are community based, are under the 
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^^r|ki^^ personal socdal service departments, and have a 

^•;^lBPpeiEfc |d^i^^ staff interaction. The family is visited before the 
^^uSboSsIb^^ if feasible, the handicapped person can visit the 

p^ ii c ferfii^^ respite care faces the same funding/ financing 

'0^jpac<M!&m& as those of out-of-home care. As discussed in chapter 4, 
||^:i3aHaist bo^ social services are currently provided through 

^^I^^TStiie -XX. Respite care relative to other services has low priority 
il . and» wh^i available, tends to be restricted to families with low in- 
•^«\;^'Comei- 

A second area is that of financial assistance. Current policies ig- 
%; nore the ftnstnr^^l burden that caring for a handicapped person 
vf yplaces on most families. There are programs for the handicapped 
^Sp&csofxi and for families with extremely low incomes (e.g., SSI and 
D ' AFDC) but none to o€&et the costs associated with care. A number 
HOf bovmtries have established income-maintenance prc^rams that 
:^eadBcaiUy focus on families providing care for the handicapped, 

the handicapped person. In 1971, the British Gov- 
ernment introduced the Oonstant Attendance Allowance (CAA). 
:?^^: fiutially, a sum <^ money was provided to the car^iver in situa- 
tions where a handicapped person required frequent attention all 
'^rr:^i3iay-:anid' most of the night. Two years later, the program was ex- 
panded to include those who needed such care either day or night, 
and: & second benefit was. established at a lower rate. The sole de- 
; terminant of eligibility was the level of handicapping condition. 
■:Age of the haiisdliraipped person and family income were not mate- 
v^^ i^^ While the benefits were not large, the program did achieve 
S ' two complementaxy objectives: in many instances, the grant made 
? a. real difference in the family's financial status; less measurable 
^;rbut in the view of tike program designers &s important, families 
'^'■'i.yi^eiTe told in a tangible way that their efforts wer^- recc^nized, 
that they were not ignored. The psycholc^cal benefit of the grant 
I ootweigfaed the actual amount of iJie transfer. Also, the financial 
1^; sapsK^^ was not given to the handicapped person but to the care- 
^gtigivear^ Moreover, there were no requirements that the money be 
j:;|j^ aqpeQt on predetCTmined ijji iiice& and goods; the recipients could 
^li^ose^the graxKt in ai^ wayltibey willed. 

; ; fteyrisil w^&re system has a comparable program. 

I^^Peisbns: wl^ are considered fully unemployable or whose earning 
|^|ic£yp«BK^ for an income grant equal to the old 

^# ?a£^: pen^ criteria are used for eligibility determination: 

^ ;^E5ist; the handifa person must be between 15 and 67 years of 
^laigej^ after wMch he automatically transfers to the national old-age 
ll^P^maoin^: th family income is not a foctor. If, by reason of 

^Iflni^ or/her conditi<m, the handicapped person reqmres constant at- 
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tendance on the part of others, a nonincome-related allowance 
equal to the full basic rate (pension) is paid. For children, pay- 
ment may be paid to parents or other relatives for their care in 
their own homes. If the condition' and circumstances of the child 
involve special expense to the home in excess of what a nonhandi- 
capped child would cost, an allowance is paid. As with other pro- 
grams, family income is not considered in determining eligibility. 

Although income support to families is common in most West- 
em countries, support that is in keeping with the notion of a mod- 
em Welfare State, it has not become a part of this country's effort. 
For many people it is inconceivable, if not unnatural, to pay fami- 
lies to care for their dependent members. Parents or adult chil- 
dren should provide care because they are expected to do so. The 
normal (in the nonpathological sense) response is to want to care, 
whether from a sense of duty or from love. The basis of this posi- 
tion emerges from an historical belief in acceptable moral princi- 
ples. The payment of money to cany out "natural" family func- 
tions is viewed as harmful in that the moral reasons for caring, 
Le., duty, love, responsibility to care for one's own, are replaced 
by less altruistic motives. 

Such an attitude has been instrumental in blocking attempts to 
initiate a £amily or children's allowance. Whereas most Western 
countries, in the belief that children can place a family in eco- 
nomic risk, have such policies, the United States views such poli- 
cies as inherently harqgiful to family well-being. All societies are 
concerned with streng^ening families. Other countries attempt 
to reduce as many stresses as possible through constant attend- 
ance allowances and family and children allowances. Allowances 
sure major preventive measures in that, if stress is reduced, if 
risks are minimized, the family is more capable of functioning as 
a family. 

The CJnited States' position is that only weakened families need 
support from the social welfare system. And yet, there is an ele- 
ment of ambivalence in our policies. Money is given to people to 
function as families. Foster parents are paid to care for children 
without natural parents or whose parents are incapable of provid- 
ing a caring environment. Others are paid to care for handi- 
capped persons residing in institutions. The staff, in effect, func- 
tions as a substitute feonily by providing for the physical and, in 
some cases, the social needs of the residents. Recently, policies 
have been initiated which provide finamcial incentives to prospec- 
tive adopting parents. Previously, many low-income families 
wa nting to adopt a child may have found childrearing costs pro- 
hibitive- 
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The reluctance to support natural families, but willingness to as- 
sist "substitute'" families, needs to be reexamined. The moral issue 
aside, there is no empirical evidence that providing financial sui>- 
port results in famHies that are less re^)onsible or less caring. 
The Kuropean experience Zo date suggests the opposite. When re- 
lieved of the fiy»qrt/*i«l stress associated with the care of a handi- 
capped x>erson, when given a visible sign that someone is interest- 
ed in them, most family caregivers are encouraged to continue 
{urovidii^ care. 

Although there is no national policy, many natural experi- 
m^its are offering financial support to families. One such pro- 
gram is the MR-Family Subsidy Program ad minis tered^ by the 
JbGnnesota Etepartment of Public Welfere. A Family Task Force 
was formed in response to a request by the Commissioner of Pub- 
lic Welfere to study the issues and problems of families providing 
for th^r handicapped child in the natural or adoptive home. This 
task force, over 75 percent of whom were parents of handicapped 
idiildren, was charged with identidfying the problems faced by 
these families, analyzing State and local programs in terms of 
their support to the family unit, and identifying gaps in the serv- 
ice delivery system. 

Based on its analysis, the task force recommended the estab- 
lishment of a program which woiild provide financial support for 
all expenses related to the child^s disability needs. Expenses asso- 
ciated with the raising of a normal child would not be covered 
under the program. EHigibility would be based solely upon the dis- 
ability needs of the child and not on the income of the family. The 
program was established in 1975 under the Minnesota Statutes, 
Section 252.27, Subdivision 4. The program, on an experimental 
basis, subsidizes 50 femilies a maximum of $250 per month. While 
the program is similar in principle to the constant attendance 
alkywances of the United Kingdom and Denmark, the Family Sub- 
sidy Program restricts family expenditures to seven categories: (1) 
diagnostic assessments, medical expenses, medications; (2) special 
diets and clothing; (3) special devices ranging firom medical to rec- 
reational equipment; (4) parental relief and child care costs; (5) 
educational and training programs; (6) preschool program costs; 
and (7) transportation costs. 

The typical child in the program was 8 years old, with an IQ 
below 35, suffering from one or two additional handicapping con- 
ditions, of which cerebral pal^, seizures, difficulties in mobility, 
and hyperactivity were the most firequent. These children were 
found to be comparable to <^iildren institutionalized in the State 
hospitals, and yet they did not have a history of plac^aent out of 
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the home. Althooi^ a number of feunxlies were considering 
institutionalization, relatively few did once they joined the pro- 
gram. 

The notion of a constant attendance allowance policy is long 
overdue in this country. While the costs are high, the benefits are 
potentially greater. Bvery day that a family continues providing 
care is b^^cial to the State and indirectly to the general public 

The costs of institutional care are discussed in chapter 4. Nurs- 
ing home costs are in excess of $600 per month (1976X and institu- 
tional care for the mentally retarded averages $800 (1976). The 
costs of institutionalization can also be significant in terms of the 
handicapped person and his or her family. These costs, however, 
are more difficult to measure, since they are social and psycho- 
logical rather than economic. A program such as the constant at- 
tendance allowance allows families more meaningful choices than 
they currently have. 

Once the concept of family support becomes acceptable, the 
issue becomes one of level of benefit and eligibility. One approach 
is to peg the benefit to the Supplementary Security Income (SSD 
grant. In 1976 dollars, this would mean a monthly allowance of 
$157.70 or $1,900 per year- This grant, given to the caregiver, 
would be provided solely on the basis of the severity of the handi- 
capping condition and not on the basis of family income. This pro- 
gram might, of necessity, be limited to families caring for the very 
severely handicapped, as defined in chapter 3. Approximately 
500,000 iioninstitutionalized adults would meet this criterion and 
be potential beneficiaries. These 500,000 adults would, however, 
be the upp>er limit since many are not living with relatives but 
are residents of semiprotective settii^s, such as foster homes, 
boarding homes, and hostels. 

The analysis presented in chapter 3 suggests that of the 
million elderly living with their adult children or other relatives, 
60,000 are likely to be very severely handicapped. Approximately 
165,000 severely mentally retarded children are also liviz^ with 
their parents. A constant attendance allowance program along 
the lines suggested above would cost an estimated $300 million. 
These expenditures may seem prohibitive in the period of re- 
trenchment, but they are likely to be cost effective in the long 
run- 
Such a supportive strat^^ is, however, somewhat foreign to the 
social welfare philosophy of the United States. It requires develop- 
ing policies that provide benefits based solely on need and not on 
family income. Needs-tested programs are fairly common in many 
Western countries. Society, through its government, recognizes 



171 




;IMil^^^ 163 

c&ctaaaoL aegpa&ats <xf the population are at risk. Typically^ 
subigoipiaistm include, but are not limited to> the elderly 
the haniiiksE^iped. The concept of risk is used in a statistical 
p-;.^;a«»ae'in. tSust not all elderly or handicapped persons are in need 

these sobpopulations axe more likely to 
E^y^liaEcve pr^^ cc»npared to other groups within the population. 

tiie economic; physical,, and social risks associated 
'^yfHtiiL the condition (being old or handicapped), benefits are made 
^^^BEv:^tsi>li& to all members of the designated subpopulation. Once 
1^: the l^itimac^ of the cdaim is determined, i-e_, membership in the 
0; gpp^^ or family is entitled to the benefit. The So- 

cial Security program, specifically the old £^e pension program, 
: comes closest to these concepts of universal coverage and member- 
4 sluLp in an at-rxsk population group. Benefits are not determined 
i^^j biy the presence or absence of personal resources. But, even imder 
g ; • this - pr ugram^ individuals must not only be of retirement age> but 
P thc^ must also have contributed to the program while they were 

i$::'X-'ia: tbd& country it is argued that universal provision of b^i^ts 
is mherently wasteful* since some of the beneficiaries will, in fact, 
.not "need" the benefit. It is further argued that if benefits or 
I; : services were provided on a selective basis, if only those who real- 
ly need services were eligible, recipients would then be given 
more services or hi^i^ benefit levels. On a theoretical level, this 
:K r€:^^ quite appealing. For example, why should a family 

p caring for its severely retard child be given a constant att en da n ce 
V allowance of $1,900 per year if the family income is $50,000? This 
; azgoment usually concludes by noting that if those whose income 
■ is sScxjive a certain lev^ are excluded from the program, it may be 
; po8s2>le to give more than the $1.,900 to those who need financial 
anppo^ 

On a practical ^evel, this position becomes unsettling. A means- 
f : 'tested program implies that families do not have a right for a 
^ ^^ibenefit,. and, once benefits or services are no longer rights, their 
j fiv pa r ew^fa ion is usually associated with a gHgnnaingatinin- Even if the 
J-iiaooine level were to be reasonable, e.g-, $10,000 or even $15,000 
^£^per^:y;e^ar, many families would not subject themselves to the eligi- 
gl'Mity W^twwirtg^ Vrtnr many, it means an invasion of privacj^ for 
ff^^c^&Bex^ strong dislike for any program that seems to be char- 

:l^jpt3r;.^lF*u^ if benefits are income r^ated, there is a dai^er 

^Oiai; tiie ih^^ be lowered (e.g., from $10,000 to $8,000) 

^jjCTfrr^? A*^ ^^^ ^rih was the experience with Medi- 

large groups of previously el^ible individuals and fami- 
drc^ped finom the program. This is not possible in uni- 
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'versal nonmeans tested programs. Benefits may be raised or low- 
ered, but recipients are not excluded as long as they are providing 
care to a liandn^apped person. The major policy variable then be* 
comes the identij^ring of that level of handicap to be i&ed in defin- 
ing group membership or eligibility. Given the uncertainty of de- 
mand^ it is reasonable to begin with the most severely handi- 
-capped and, at a later date, reassess whether other groi;^ should 
be ir ^^ided. This, of course, was the experience in the United 
King^^m. 

These suggestions, the allocat ion of resources for respite care 
services and the inception of a constant attendance allowance, are 
only two of many recommendations that might have been made. 
It is Utie opinion of the author that th^x- need and value have 
be^a estaUished. Although it mi^t be argued that income sup^ 
port alone should be sufficient and that families receiving the al- 
lowance could use it to purchase respite care if they wanted to, 
the market to date has not been responsive. 

During the course of this study, the author attended workshops 
and conferences dealing with the care of the handicapped. Many 
of them were attended by parents of handicapped children as well 
as professionals in rhe field. A recurr^t theme expressed by 
these parents was their firustration in trying to find respite care. 
Etven those who were financially able to pay for the service were 
not able to find such care in their communities. These parents felt 
that recite care, especially that d^vered in the home setting, 
e.g., periodic babysitting during the day and occasional overnight 
care, required people who were knowledgeable about mental re- 
tardation, sensitive to the needs of the handicapped child, and ca- 
pable of providing necessary care. In general, the usual sitter was 
not adequate, and, therefore, a constant attendance allowance by 
itself would not be sufficient. The next section identifies areas of 
research that still need to be addressed. 



A Research Agenda 

Insofar as this study relied almost exclusively on existing data 
sources, many questions remain unanswered. Although the analy- 
sis does counter the growing belief that the modem family is in- 
capable or unwilling to function as caregivers to the handicapped, 
the evidence cannot be used to answer some of the more qualita^^ 
tive questions. One such area is introduced in chapter 1 — the anal- 
ys3S of existing social policies as they relate to the family. Al- 
though, as noted, a number of policy institutes have been estab- 




■'. IMPTJCAXlOtf& 'FOR TBE FUTUKE 1^ 

on this concern and a growing number of social sci- 
Hayi^^wyir^^^ f-^a^TTMoiifit^g Hos inquiry, the results to 
tentative and unsystematic. What is needed is a coordi- 
&USkr and interdepartmental in scopes to assess 
^ovtermn^ital policies are con^lexnentary; cont r adi ct ory, 
^^pi^^^ to the concern of strengthening famiiies. 

I^i^iu^an eSbrt, beginning on the Tiational level and then moving 
y^!^ like 3tate and local, is a massive undertaki ng. This study only 
j^ i^ii H"^™*^ pAKr-MKa and progc Bms of one Federal agency — the I>e- 
Ipiarlznent of Health, Education, and Welfore. Moreover, even 
^nitfam: liiis one s^^icy, the analysis was limited to those policies 
ii^'iiftat directly a0ect the handicapped and th^r families. Many pro- 
, gram areas have an innKrect ^mj**"^ on these families. Other agen- 
LVicies^ such, as Labor, Housing and TJxban Oevelopment, Transp>or- 
'^■■taiioai^ySnA the Xntemal Revenue Service have policies that direct- 
ly aiKi indirectly affect all famflfes and thus families caring for 
f:hsai^csiipqped members. A comnutment to such an effort would 
Ij'lisK^i^ the ben^Bt oC firmly f»«^^Kiigliw^£r the family as a critical ob- 
S^^&cii 'o£^ social policy and wculd generate a firamework to address 
^ ^iie needs of ^families caring for dependent members. 
■ v ; A second attention is the identification of those 

t factors that influence families to continue providing care. Handi- 
capped persons axe more likely to live in communities rather than 
- jiiai instttations. Significant numbers of the noninstitutionalized 
&lx8dau^cappeA live with their families. Many of these caregivers 
p^feiEKl neglected by the State and have repressed a need for support- 
rive services that have historically been deemp h a s ized in favor of 
serviced tiiat substitute for the family. 

V^i^ is it that feT»nT*»« want to continue the car^iving func- 
tion, a function that se^ns out of place in light of the curr^rt 

that favors the opposite and the economic system 
;^that necessitates more than one wage earner in this society? Or, 
£^^H^iat exchange syatexn. is operating between the caregivers and 
l^tjBfeVc arff^^ Giveaa. the strains and pressures involved in the 
l|cazc^iof a^v^^ person, the exchange is likely to be charac- 

liteOBed by hilateT^ unilateral transactions. By under- 

^ ^^^J^w* ^: -tWa. dtjmannis of the exchange^ policies can be developed 
^jtibeat-^CQ^ families and not interfere in fanrly life. For 

l^^eicaQ^^ of families with handicapped per- 

|||qBB(^|thi^re^wi^ who are functioning as more than ade- 

W^^^s^-ca r eg r v ets :witar minimal State intervention. There will be 
ifbtfiver^ to provide care but in the absence of sc^ 

l^l^j j twi^^ to do<sOv A third group-of families 

||wpE:;i>e ch^ Vy a declared willingness to provide care. 
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but they are really incapable, even with support- In these situa- 
tions, both the handicapped perscm and other fiamily members suf- 
fer. The last group would include those families who are unwill- 
ing to carry out this ftmction. Research along these lines, identify- 
ing the distribution of these family types and the factors associat- 
ed with ea ch pattern, could be the basis for developing a sensitive 
s uppor tive delivery system. 

More studies along the lines of Sussman's project at Bowman 
Gray Medical School and the demonstrations being conducted by 
the Community Service Society of New York City should be car- 
ried out. Both are offering a broad range of services, including 
cash grants to £amilies caring for elderly parents. Their findings 
will not only increase the existing understanding of the dynamics 
of ^maily care but will provide important information that does 
not exist. 

It is apparent that respite care is not available in many loca- 
tions and, where availaWe, is inadequate. Research is needed to 
identify the barriers associated with this low provision. These bar- 
riers may be in the regulations of the existing policies, e.g.. Medi- 
caid, or be related to certain organizational or political factors^ 
e.g., Htle XX. 

Although the issue of family violence is much in the forefront 
of public concern and considerable sums are available for re- 
search and services, little is known about the extent of violence in 
families with handicapped members. Whether the violence is the 
neglect or physical abuse of the retarded child or the frail elderly 
parent, information should be systematically collected on its prev- 
alence. 

The final area for research related to family support is service 
delivery. This study has shown that families need to have choices 
made available through a flexible social welfare syst&xi. The need 
for discretionary social services is clear but the present ss^stem 
cannot respond. It is highly organized, often along cat^orized 
lines, and tends to fit recipients to existing services. The purpose 
of an agency becomes the sum total of its services and not the 
needs of its consumers. 

Many today believe that the American family is far from 
strcaig. Political leaders, professional in the human service field, 
and the general public have concluded that the family as a basic 
social institution is in a weakened state. Some go so far as to 
argue that there is widespread family deterioration. For any num- 
ber of reasons, a loose coalition has emerged that includes repre- 
sentatives from the political r^ht and left. This coalition is urg- 
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JStaBtfr-^ find wgys to this pathology and restore 

' 4io ftg fogmeK- positiogi: of strength. 

ivitii tibie xnovement Is that the notiozi of restoring 
xtt^^&ct, znoace & romantic <3reaxn than a. potiltion with 
iBBtctrical Moreover^ the debate appears to be more an 

int riietoric than, anything ^se. Terms are ill defined; lit> 
has bew nubde to achieve concensus on basic defizd- 
^stropg fiwniKeg^ have come to mean families that are 



tend to mirror this conc^n. insofisor as tb^ op- 
LptioQ ^lat weak families are weak because of 
defioency. Most policies are implicitly established 
families. TTie emphasis an. pathology is con- 
tfijywffitdnal approach to meeting social objectives, an 
t3>afc ^BtniTiates the Welfare State. Rather then attempt- 
de-wel op itcI i/i i i fsms to reduce or minimize the stresses that 
^^faaaaSMam&OB^ fiae State operates on the assomption that interven- 

deariy needed is the preferred coarse. Interven- 
only when there is clearly defined patliology; 
tfaet intervention may interfere in family life and over 
JfomHy unit. 

approach may be safer than one which 
i to^- sopport families by preventing |»oblems from occur- 
bati has had serioos effects on fSamilies functioning as care- 
;jEpcvezH ifor faandice^pped members. S^^noes that suhstitute for the 
£asnadOIEy axe the rule and sup >port iv e services the exc^yticm. This re- 
;iiuliv«^ pcdi^ postoxe is discussed in chapter 4, where expenditure 
analyzed. TbB emphasis on pathology emerges in the 
of professional attitodes examined in chapter 5. With the 
eaEO^ptioa of those professionals who have b^mi to view the de- 
jiw ^ o p meptal model as appropriate, fisunilies are not accepted as ca- 
careasivers in their own rig^t. At best, they are defined as 
of the ivofessicmal team who may» if properly supervised, 
-^caocxy oizt a limited nmid>er of *ta«lr« At worst, these families are 
|^oeeaL■Jb^■ the professionals as barriers to the y*»*<«Knii-.g»irw of the 
rfiild. Families are treated as coopted but only have 
m tenns of the handicapped and the treatment plan. 
Ibr these attitiides tow a rd the family are complex: they 
^aaaer^ajSBifKTOted with professional training; professicmal needs fer 
• g ije wiM L d ^i'aiid success* and an unwillingness to assome a role see- 
to the femzly. 

ii^ll'^Efaia^ chapter oHera recommendations to strengthen families 
wiffibg: to assmne the function of primary caregivers. 
oC these recommendations r e quir e additional resources, oth- 
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ers modifications in existing policies, and still others changes in 
attitudes. At this time, these recommendations cannot be justified 
in cost-effective or benefit-cost terms. If families were giving up 
their caregiving function in growing numbers, this argument 
would make sense because family care would be less costly than 
ins tituti onal care. Fortunately for society this is not happening. Jf 
choices have to be made between at-risk groups based on the best 
benefit-cost ratio possible, these £Eunilies will again be penalized. 
Other groups of at-risk populations will, more than likely, show 
greater returns for investments as long as the criterion continues 
to be economic returns. 

Unless changes in priorities take place, these families will con- 
tmue to be ignored and underserved. Families who transfer the 
caring foncticm to the State are ''rewarded^' in that resources are 
made available. Families who maintaiTi the caring function are 
penalized in that their contribution to society is ignored. To recti- 
fy this inequitable situation, to move beyond the current Wel£Bure 
State to the more positive idea oi a welfare society, the criterion 
inherent in the human investment model must be balanced with 
criteria evolving from the philosophical belief in justice as fair- 
ness. These families care, they are providing more care than the 
organized social welfare system, and are functioning as social 
services. To continue benefiting from this situation without at- 
tempting to be supportive, without sharing the caring responsibili- 
ty, is hardly in keeping with the notion of a caring society. 
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